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Report Back
from 2012 NBCC Conference

Breast Cancer in the Developing
World vs. Developed World
By Margaret Roberts, CRAAB! Development Director

This workshop moderated by Marva Lewis of NBCC was presented
by Joe Harford, Ph.D., from the NCI’s Center for Global Health,
and Kwanale Asante-Shongwe, JD, of BreastSens.com. Dr. Har-
ford presented his power point talk via video from Buenos Aires
where he was attending a conference.

Facts about breast cancer in the developing world
Dr. Harford began by stating that in lower and middle

income countries (LMICs) breast cancer is not seen as a
health priority, because there are many other diseases that
claim more lives.  About 80% of the world’s population lives

Obesity, Energy Balance 
and Breast Cancer Risk
By Joan Sheehan, CRAAB! President 

In the following report,  I highlight some of the workshop
topics I found helpful and thought-provoking.

Workshop conducted by Wendy Demark-Wahnefried PhD, RN
Professor of Nutrition Sciences and Associate Director for Cancer
Prevention and Control at the University of Alabama at Birming-
ham Comprehensive Cancer Center.

Effect of BMI* on Breast Cancer
One of Professor Demark-Wahnefried’s presentation

slides illustrated that for women having a BMI greater that
40,  the risk of dying from breast cancer more than dou-
bled. It also showed that for those with operable breast can-
cer the estimated relative risk of an adverse event, such
as a recurrence, increased as BMI increased. [Holmes et
al. JCO 20:2479-86 2005]

The Professor reported that early studies suggested 
increased dietary intake was responsible for weight gain
after a breast cancer diagnosis.  She explained that these stud-
ies were small and not well controlled.  It is commonly ac-
cepted now that weight gain after diagnosis is also
associated with some forms of hormonal therapy and
chemotherapy. Until recently, most of the research focused
on weight gain in patients treated with only chemotherapy.
When these patients had changes in body composition,
gaining fat and losing muscle, then physical activity and ex-
ercise, especially resistance training were recommended.
Many adverse body composition changes in pre-
menopausal women who receive chemo can be prevented

(continued on page 6)
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Pelicans, Coconuts and Butterflies: 
Conquering Cancer With a Life of Soul 
by Ani Kaspar
Reviewed by Melinda Kowaleski, CRAAB! Member

Ani Kaspar’s commitment to championing
women’s issues began when she was a student at

Wells College in Aurora, NY, one of the first colleges estab-
lished for women in the United States and, coincidentally, my
alma mater.  In Pelicans, Coconuts and Butterflies: Conquer-
ing Cancer With a Life of Soul Ani reflects on her life journey
after a breast cancer diagnosis and the evolution of her con-
sciousness that results in her embracing her life. We see her
passionately pursuing a path of intense introspection coupled
with a regimen of total body cleansing and nutrition, all the
while remaining open to life’s energy and teachings. Intimate
encounters, romantic as well as with nature, and experiences of
other cultures open her to diverse paths leading to a deeper
connection with her soul. 

In 1998, at age thirty-nine, Ani was diagnosed with
Chronic Fatigue Immune Dysfunction Syndrome and Fi-
bromyalgia. As she recounts, Ani healed herself by utilizing a
“raw and living foods” diet, consisting of organic fruits and
vegetables, nuts and seeds, all preferably eaten raw.  Ani’s
strong intentions, intelligence, and intuition become evident to
the reader who sees displayed her passionate commitment to
becoming a healthy, whole person. 

As a result of her pursuit of wellness, she decides to abandon
a stressful career as a high net worth financial advisor on Wall
Street and settles, in 2004, in Santa Fe, NM. In March of 2005,
Ani, age forty-six, discovers the breast lump, that was initially,
with no testing, dismissed as fibrocystic. Five months later, a
core-needle biopsy and ultrasound, detected ten “spots” in her
right breast including the original lump, approximately 1.7 cm,
and four “spots” in her left breast.  She had breast cancer.

Ani shares her most intimate thoughts, emotions and spiri-
tual assessments engendered by the breast cancer diagnosis.
We see her relentlessly seeking truth from the medical estab-
lishment, embracing alternative therapies, yet agreeing, albeit
to a lowered dose, of CAT (Cytoxan, Adriamycin, and Taxol),
standard of care chemotherapy. Ani comments: Breast cancer
and stress are first cousins. . . . Hippocrates, one of the fathers of mod-
ern medicine, knew how stress affected illness and recovery back in
400 B.C. Why don’t we follow his basic tenets of care – rest, nutri-
tional food, and no stress – today? (p. 41)

She boldly states her personally researched opinions on al-
ternative protocols and reflects on how they shed light on her
own experiences and relationships. For example, I intuitively
agreed and felt her comment scientifically sound when I read,
Probably five hundred articles – Stanford University has the best I’ve
read – have been written about how breast cancer is related to care
and support of self, as well as the support of others toward you…
Breast cancer metaphorically speaks to our capacity – or incapacity –
to nurture ourselves and our world. (p.64)

However, I was astounded by her certainty when, near the

end of five years in New Mexico, she wrote: Today
I learned why I contracted cancer. One major contribu-
tor, I believe, to the current pandemic called breast can-
cer is radiation from depleted uranium.(p.88)  

This I found startling and questionable. I did
not disagree with her opinions about environmen-
tal factors contributing to breast cancer. However, I
questioned the scientific basis of her conclusion as

to the cause of her own since Ani’s breast cancer diagnosis
came in the early part of her sojourn in NM. Scientific evi-
dence suggests that most breast cancer tumors grow more than
eight to ten years before becoming detectable, though the time
frame can vary wildly. I’d need much more evidence her tumor
was the result of exposure to radiation from depleted uranium
in her first years in New Mexico. 

Ani later traveled to Lago Atitlan in Guatemala, the deep-
est lake in Central America, for a summer of introspection in
the midst of a Mayan jungle, shamanism and mystical potions.
It is here that, sensing herself reborn, Ani began writing Peli-
cans, Coconuts and Butterflies. She sprinkled cancer tips, facts,
figures and notes on nutrition with organic super foods
gleaned from her research throughout her personal narrative.

The parts of her book I found the most interesting and
challenging were those that described this period of immersion
into the shamanic culture of the Mayans and the indigenous
peoples of the Amazon. Ani intuitively knew that a land she
saw as magical, mystical, and healing would nurture her cre-
ativity and clarity while writing. She delves deep into Mayan
history, culture, indigenous treatments, shamanism and “sacred
medicine.” She explains that due to decades of Guatemalan
civil war, Mayan shaman, sacred healers of true indigenous lin-
eage, are rare in Guatemala. She looked as deeply as she could
without a shaman teacher into, for example, Ayahuasca, that
ancient jungle “sacred medicine” of the upper Amazon and at
the deep spirituality at the center of the Ayahuasca experience. 

Ani concludes: I came to this land of fertile jungles, of sacred
mountains, to embrace the budding artist who was deserted after col-
lege…I came to abandon a life sick of breast cancer. I have come to
heal…to embrace my true self, to become one with my soul.(pp. 133-4)

Ani concludes, I choose a life of pelicans, coconuts, and butter-
flies. I choose a life of soul. I choose a life of blissful gratitude. I choose
a life of grace. I choose a life of love. (p. 199)

I recommend this book because I believe Ani weaves some
important breast cancer issues throughout a profound personal
narrative without losing sight of the magic, mystery and energy
of life. She does, though, touch upon so many different com-
plementary, alternative, and spiritual philosophies of healing I
feel that the often uncritical quantity and quality of informa-
tion included may distract the reader. I found many of her ref-
erences helpful and fascinating; however, at times I found her
self-reflection and narrative narcissistic and self-serving. Ani
prompts me to ask the question, “Is it possible to love oneself
too much to be healthy?”

For more on Ani Kaspar visit Ani@PelicansCoconutsand-
Butterflies. 

Book Review



same kind of challenge for putting an end
to breast cancer.

All attendees agreed to circulate for sig-
natures country wide a petition to President
Obama asking him for his public commitment
to work with NBCC to end breast cancer by
January 1, 2020. It contains the following state-
ment:

This year nearly 40,000 women will die of
breast cancer in the U.S; it will take the lives of al-
most 500,000 women worldwide. This country has in-
vested billions of dollars in breast cancer research yet
the statistics have not changed significantly over the
past decades. Our investments have brought us to the
point where we have the knowledge, technology and
tools to make a real difference. It is time to leverage
those investments to end the disease.

Please contact CRAAB! if you could help
get signatures on this very important petition.

Fundraising Means Programs
Our spring/summer fundraising events were

hugely successful for CRAAB! while providing
healthy fun and exercise for all participants.

Our fall exercise programs are now in place,
and it is our hope that you will make every effort to
take part in these programs to enhance your own
personal health. From the many workshops I have
attended, one thing that stands out is the impor-
tance of exercise as a risk reduction strategy. Many
women find that breast cancer affects their quality
of life both during and after treatment. Research 
has shown that physical activity after breast cancer
improves quality of life, reduces fatigue, and may 
reduce a woman’s risk of breast cancer recurrence 
or death.

By making a commitment both to NBCC’s
quest to end breast cancer and to a personal plan for
regular exercise, you are helping not only thousands
of women but also yourself. 

Relevant Campaign
The Center for Health, Environment & Jus-

tice (CHEJ) is spearheading a campaign en-
dorsed by New York State teachers and CRAAB!
to eliminate PVC from schools. Recognizing the
serious harm posed by vinyl chemicals like dioxin
and phthalates, especially to school-aged children
and women of childbearing age, NYSUT’s mem-
bers  and CRAAB!’s Board added their support to
the growing movement for PVC-free schools. 
For more information or to get involved, visit
http://chej.org/2012/06/ny-teachers-
let%E2%80%99s-get-pvc-out-of-our-schools/.
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President’s 
Corner
by Joan Sheehan

The NBCC Challenge
This spring three representatives from CRAAB!,  Sally

Heritage, Margaret Roberts and I, attended the annual
National Breast Cancer Coalition Conference in Washington
DC titled The Breast Cancer Deadline 2020, referring to its
campaign to end breast cancer by January 1, 2020. Accord-
ing to NBCC, deadlines DO matter today, just as in 1961
when President Kennedy challenged this country to put a
man on the moon and it happened at the end of the decade
with the Apollo program. We now need to take up the

Sally Heritage, at the annual National Breast Cancer Coalition

Conference in Washington DC, signs the petition to End Breast

Cancer by 2020. 

FREE SCREENINGS
CRAAB! is an active member of three Cancer Services

Program (CSP) Partnerships that work with area medical per-
sonnel to provide free screenings for breast, cervical and/or
colorectal cancers for eligible men and women, ages 50-64. 

For more info contact:
CSP Partnerships of Albany and Rensselaer Counties,
Kathy DiCaprio, Program Manager, 454-4017, 
kathy.dicaprio@cancer.org

CSP Partnership of Schenectady County, Margaret Brodie,
Program Coordinator, 347-5760, brodiem@smha.org

CSP Partnerships of Fulton and Montgomery Counties,
Suzanne Hagadorn, Program Coordinator, 841-3726, 
hagadorns@smha.org
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RecentResearch
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From Jessica Werder, M.P.H. 
This report is made possible through a 

grant from the Susan G. Komen for the Cure

Northeastern New York Affiliate. Please note

that while the studies listed below are both

scientifically and methodologically sound,

caution should be exercised in drawing 

conclusions from any one study. You 

can access this column from previous

newsletters at craab.org.

which mutations occur and build up slowly over time may
contribute to improved diagnosis in the future. In addition,
the information may help lead to new treatments for specific
cancer types.  However, much more research is needed before
specific applications can be developed. The findings are a big
step forward in better understanding the life history of breast
cancer. 

Breast Size and Breast Cancer Risk 

Background and Recent Evidence
The relationship between breast size and breast cancer

risk has not been clearly defined. Certain factors related to
breast size have been shown to influence a woman’s breast
cancer risk in complex ways, including body weight and
breast density iii, iv. However, to date, no causal connection has
been made. 

In addition, we know relatively little about what deter-
mines a woman’s breast size. Until recently, no studies had
been conducted to determine the genetic factors that affect
whether a woman has small or large breasts.  But, that has
changed. A group of researchers recently looked at the ge-
netic profiles of 16,175 women in Europe. v They were look-
ing for areas of the genome (collection of a person’s genetic
information) that may account for difference in breast size. 

To understand the way the researchers examined differ-
ences in the women’s genetic code, it is useful to think of the
genome as a map, with distinct areas or regions, in which
many genes may be located. The researchers were able to
identify specific regions of the genome that looked like they
might be linked to breast size. In doing so, they made an in-
teresting discovery: there was overlap between some of the
regions that they had identified for breast size and the loca-
tion of specific genes that have been implicated in breast can-
cer development. This prompted them to think that there
may be a connection between genetically determined breast
size and breast cancer risk. 

Interpretations and Implications: 
The researchers are quick to point out that their discov-

ery does not prove that there is a link between breast size and
breast cancer risk or development. They also explain that

(continued on next page)

The Life History of Breast Cancer 

Background and Recent Evidence
Cancer cells differ from normal somatic cells in that

changes have occurred in their genetic code, allowing for un-
controlled or unregulated growth. This growth happens
when cancer cells divide and create a new generation of cells.
Tumors result from this continued, unregulated growth
process. The way that changes or mutations occur in cancer
cells is not fully understood, but it is known that any given
cancer cell may have multiple mutations and that different
mutations may emerge as a cancer develops. 

Recently, a group of scientists looked at 21 different
breast cancers, examining their entire genetic code i,ii . By
doing so, they were able to create a family tree of sorts for
each of the cancers, painting a picture of how a cancer
evolved, including what mutations had occurred with each
successive generation of that cancer’s cells. 

They found that mutations build up in breast cells slowly
over time. As different mutations occur, small pockets or
“families” of cells emerge with similar mutations. Eventually,
one of these cell types takes over and becomes the dominant
cancer cell type in a tumor. They also found that five
processes appeared to be responsible for the majority of the
mutations, including a process in which large numbers of mu-
tations appear within a small part of the genetic code.

Interpretations and Implications: 
Because relatively little has been understood about the

way that mutations emerge within breast cells, these findings
have enormous implications. Understanding the processes by
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while some overlap in the genome exists, it is not enough to
account entirely for a potential relationship between breast
size and cancer. However, there are other overlaps: some of
the regions they identified are areas in which genes are lo-
cated that are important for regulating estrogen function in
the breast. Estrogen is also closely linked to breast develop-
ment as well as risk for breast cancer. 

In general, the findings are, at this time, simply interest-
ing. But they may set the stage for additional work that will
help us better understand the biology of breast size and how
it may or may not be linked with breast cancer.  Also, it is im-
portant to note that the increase in breast size in the US in
recent decades cannot be attributed to genetic changes, be-
cause those changes accumulate in a population over signifi-
cant amounts of time. So attention to environmental factors
such as prenatal and lifetime estrogen exposure and en-
docrine disrupting chemicals may be part of the puzzle with
respect to both increases in breast size and increases in breast
cancer risk. 

Community Based Participatory Research 

Background and Recent Evidence
Traditionally, research is conducted within academic in-

stitutions, particularly if that research is scientific in nature.
However, a growing movement argues that there are benefits
of community-based participatory research (CBPR), in which
communities and academic institutions collaborate on re-
search projects vi. In this CBPR, power and decision-making
are shared equally by the community and the academic part-
ner at every stage of the research process. In addition, there is
often an emphasis on the research informing community-
based interventions or changes in policy. 

Because research of this nature is non-traditional, it is
often difficult to evaluate, particularly when it comes to cap-
turing the less tangible benefits of such partnerships.  In an
effort to overcome this obstacle and promote CBPR, evalua-
tion results were recently published by the groups collaborat-
ing on a project titled “Linking Breast Cancer Advocacy and
Environmental Justice.” vii The group published results that
outlined successes of their project in five categories: produc-
tion of new science; the benefit of science to community
members; the relationship between partners and its effects on
public health; effect of communication; and contributing to
public participation.

With respect to the production of new science, this par-
ticular project published eight peer-reviewed articles in 5
years, with new concepts spanning the fields of sociology, en-
vironmental science, and public health. Data from the project
contributed to the advocacy efforts around multiple pieces of
environmental legislation, a definite benefit to the commu-
nity. By focusing on data and emphasizing positive solutions,
the relationship between partners was effective in securing a

legal victory that blocked the expansion of a refinery in Rich-
mond, California, that had been threatening environmental
health. The project was featured in a number of national and
local publications and finally, by including a way for commu-
nity input to be incorporated into actual science, the groups
fostered public participation. 

Interpretations and Implications: 
By sharing their methods for evaluating the success of

their project, the authors hoped they would prompt other
community-based organizations (CBO) to consider the bene-
fits of CBPR. In their words, they urge  “more CBOs [to]
take on the capacity-building challenge of being CBPR prin-
cipal investigators and [recommend] that more CBOs develop
science expertise in order to pursue primary research to ad-
dress their constituencies’ needs.” 

While not traditional, the results have potential implica-
tions for environmentally-focused breast cancer research.
Much of the research on environmental causes of cancer has
been driven by communities and survivors seeking answers.
By helping to standardize and legitimize the ways in which
community based participatory research is conducted and
evaluated, this type of publication helps to push the agenda
forward for community groups and organizations that are in-
terested in the processes of scientific research and its connec-
tions to their lives. It also helps to convince new community
groups to embark on similar research, knowing that there are
other organizations engaging in it and evaluating it in a
meaningful way. As this type of research becomes respected
and legitimized, it may be important to include stipulations in
certain cancer research grants to involve community based
organizations as is done for Department of Defense’s Breast
Cancer Research Program.

i Nik-Zainal et al. Mutational Processes Molding the Genomes
of 21 Breast Cancers. Cell 2012, 149: 979–993. 

ii Nik-Zainal et al. The Life History of 21 Breast Cancers. 
Cell 2012, 149: 994–1007. 

iii Boyd et al. Mammographic density and the risk and detection
of breast cancer. New England Journal of Medicine 2007,
356: 227–236.

iv van den Brandt et al. Pooled analysis of prospective cohort
studies on height, weight, and breast cancer risk. American
Journal of Epidemiology 2000, 152: 514–527.

v Eriksson et al. Genetic variants associated with breast size
also influence breast cancer risk BMC Medical Genetics
2012, 13: 53. 

vi Community Campus Partnership for Health, University of
Washington. “Community-Based Participatory Research.”
http://depts.washington.edu/ccph/principles.html. Accessed
1 July 2012. 

vii Brown et al. Measuring the Success of Community Science:
The Northern California Household Exposure Study. Environ-
mental Health Perspectives 2012, 120(3): 326 – 331.

(continued from previous page)
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in LMICs, but they have about 50% of breast
cancer cases. Though the incidence is lower
in less developed countries, their rates of
breast cancer cases are rising, primarily due
to “westernization.” Key factors implicated
in the rise are changing reproductive pat-
terns, an increase in obesity, and demo-
graphic shifts such as population growth and
the aging of the population – on average, older
women, who tend to have a higher risk for breast
cancer, now comprise a higher percentage of their
populations.  

(continued from page 1)

Breast Cancer in the Developing World
vs. Developed World

(continued on next page)

Golf Tournament

LMIC’s have relatively high mortality rates due to lim-
ited or no access to essential diagnostic and treatment serv-
ices, along with certain cultural beliefs that impede visits to
health care professionals and clinics.

Fertility rates in LMICs are falling, and generally each
live birth reduces breast cancer risk by 7%, and 12 months of
breastfeeding reduces risk by 4%, though reasons why are
unclear.  In Africa in 1996 each woman on average had 6-8
children, but now she has 5 or fewer children. One theory
about reduced risk and fertility is that each pregnancy reduces
a woman’s overall exposure to estrogen, a hormone that fuels
breast cancer.  However, during the Q & A session I asked
whether ER + (estrogen receptor positive) breast cancer is as
prevalent in Africa as in the US (where 80% of breast cancers
are ER+), and Dr. Harford explained that in Africa there
seems to be more Estrogen Receptor negative (ER-) and
triple negative cancers, for which estrogen is not as potent a
cancer promoter.  He further pointed out that any correlation
between the reduced number of African births and the con-
comitant reduction in estrogen exposure, and the increased
risk for breast cancer is not exactly clear at this time. 

Obesity is also a known risk factor, and Dr. Harford
cited increased BMIs (Body Mass Index) in Egyptian women
as indicative of the body weight trends in African nations and
LMICs worldwide. In Egypt, over 46% of women are obese
(BMI over 30), and over 33% are overweight (BMI over 25),
a condition that echoes other African nations (and the US).
Western diets, including sugary, high-fat foods and sodas, are
popular; and in some African cultures large women are
revered - being thin is generally not a beauty trait.

Whatever the reasons for the increasing incidence in
LMICs, there are multiple barriers to accessing good health
care and glaring inadequacies in services for screening, diag-
nosis and treatments.  

Dr. Harford was persuasive in his view that all of
these problems need to be addressed through a contex-
tual approach.  He clearly stated that for these countries
mammography screening is definitely not the answer, and
he opined that non-profits pushing for it’s wider use in
less developed countries were misguided. In fact, he thinks
that the use of mammography is not cost-effective or benefi-
cial for all countries, in general is not an evidence-based prac-
tice, and is over-rated as an effective screening tool. He
described the potential harm from mammograms – radiation
exposure, the high degree of false-positives, the prevalence of
over diagnosis and over treatment, and the exorbitant cost –
all of which would not be suitable for LMICs that have few or
no follow-up or treatment services in place and no clinical in-
frastructure to support mammography.* He referred to
Theodore Roosevelt’s quote, “do what you can, with what you
have, where you are,” as a sound guiding principle.

Connor and Seamus join their mother Audrey

McHugh as a family team to support CRAAB!

CRAAB! Vice

President,

Diana Sponable,

helps players

with sizes for

the tournament

golf shirts.

Mary Maloy and Gerrie Carey are golf cart ready! 



Even though America is a more devel-
oped country with a vast and well financed
cancer care system that offers many options
for first rate care, we share with Africa and
other LMICs a significant and widespread
problem of health care disparities and the
need for awareness about more accurate and
in-depth messages about breast cancer.  Even
though in America we have more “awareness” in
the form of pink ribbons, pink events, pink promo-
tions, pink products, we still have some of the high-
est rates of breast cancer in the world. As Ms.
Asante-Shongwe pointed out, just promoting pretty
pink ribbons and over-simplified messages is not the
answer, in her country, nor in ours.**

*For more information on the issue of screening
mammography see USPS Task Force Changes Advice by
Bonnie Spanier, Ph.D, in the CRAAB! newsletter Win-
ter/Spring 2010 issue, vol 12 no 1,  p. 1. Wanda Burch
also discussed this in her book review of Overdiagnosed
in the Spring/Summer 2011 issue, vol 13 no 2,  p. 2. 

**For more on the pink ribbon problem see the re-
view of  Pink Ribbon Blues: How Breast Cancer Cul-
ture Undermines Women’s Health in Summer/Fall
2010, vol 12 no 3 p. 2.

Past newsletters are available at craab.org.
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Instead, he advocated for the development of local
health clinics where Clinical Breast Exams (CBEs) could
be easily accessed and breast cancer awareness programs
could take root. In many low-income countries, women
mostly visit traditional healers in their own villages and towns
and are not permitted to see male health care personnel.
There is also cultural demonization if a woman develops a
disease, so detecting a disease early is not considered a benefi-
cial or positive outcome.  Establishing more local health clin-
ics in communities would familiarize people with a better
system of healthcare and could raise awareness about breast
cancer and other women’s diseases.

A Talk from the Heart
Kwanele Asante-Shongwe, JD, from South Africa, also

spoke about cultural barriers to health care, but she set aside
her prepared remarks to “talk from the heart,” as a young
African woman, a lawyer, health advocate and a breast cancer
survivor.  Her story was moving, riveting even, with many
pauses in which she gathered her emotions and we listeners
wiped away our tears.  In 1989, Ms. Asante-Shongwe came to
the US under a student program sponsored by Senator Ted
Kennedy, of which one requirement was to afterwards “go
home and make a difference.”  She returned to South
Africa to “help African women cultivate a voice,” and
wanted to focus on health care, “to promote the voice of
the patient.”  As a cancer patient herself, she has met
with many breast cancer survivors in South Africa, and
emphatically stated that “there is nothing pink, nothing
pretty about what I see.” She shared heart-breaking photo-
graphs of some women who, despite having visible breast tu-
mors that were very advanced, were making their first visit to
a health clinic.  

She explained that in South Africa a tangled web of issues
prevents women from seeking out health care services, and
the issues of healthcare are really about basic rights, especially
for women.  In many regions, women are not considered
equal to men in having authority to make decisions, even
about their own bodies, their own health.  Ms. Asante-
Shongwe stated that there needs to be a new vast move-
ment of social change which will promote gender equity
and women’s autonomy over their own bodies, and end
cultural stigmas against women who may have the mis-
fortune to develop illnesses.

As an advocate she has created a website,
BreastSens.com, that acts as a forum to address women’s
health issues, and she promotes a field work program that
educates multiple generation of women and men about
cancer and other health issues. She is also the Political
Chair of the African Cancer Advocates Consortium (ACAC)
which is committed to lobbying African governments “To Make
cancer a Top Priority by 2015.” After Ms. Asante-Shongwe’s
talk, several women in the audience from Ethiopia, Nigeria and
Guyana with passionate voices, reiterated calls for advances for
women’s rights, vowing to never give up the fight.  The same
passionate dedication is needed throughout the world. 

(continued from previous page)

Pitching Pink Fundraiser

2012 Pitching Pink Honorees

Michelle Skinner, Fan Development 

manager for the Valley Cats, joins 

volunteers Joan Sheehan and Brenda Ginardi.
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through strength training, aerobic activity and a plant
based and calcium rich diet with less that 20% fat.

Professor Demark-Wahnefried compared the dietary
guidelines from ACS and AICR, which are similar. (For
guidelines see ACS.org and AICR.org.) She was most con-
cerned about the recommendations regarding alcohol use as
she felt that for any population studies were inconclusive.
She was also concerned at the advice not to use supplements;
her recommendation was that use should be based on lab test
results. Blood tests can show deficiencies that require
supplement use be addressed with a physician. She added
that if steroids are used it takes about a year after treatment is
finished to clear the body. 

The following are her recommendations for
the best way for most people to lose weight:
1  Aim to lose 1-2 pounds a week (if you lose too quickly

you lose muscle mass).
2  Eat a balanced diet (45-65% carbohydrates, 20-30 %

fat, 10-35 % protein).
3  Exercise every day- include both aerobic and strength

training on an every other day basis.  
4  Practice behavior modification.

Exercise
Interesting data from an observational study, the Nurses’

Health Study, and supported by many other studies, suggested
some protective effects of regular exercise for breast can-
cer. [Holmes et al. JCO 20:2479-86 2005] Exercising at least
20 minutes on average per day MAY lower the risk of cancer
recurrence as well as decrease one’s risk of dying from breast
cancer or other causes such as diabetes and heart disease.
When daily activities (for example, exercise classes,
sports, walking, gardening) are completed they should
equate to about 20 minutes to two hours of  daily activity
on average to possibly reduce the risk of recurrence and
death by breast cancer in those already diagnosed.

The Professor reported there is currently a study underway
called ENERGY (Exercise and Nutrition to Enhance Recovery
and Good Health for You) to determine the feasibility of a
trial that could assess the impact of weight loss on survival

after a breast cancer diagnosis. This randomized study is
being conducted at four sites across the country: University of
California, San Diego, Washington University in St. Louis,
University of Colorado and University of Alabama Birming-
ham) with 200 female participants diagnosed with breast cancer
per site.  They are randomized by race, cancer stage and age.
They will be followed every six months for two years. For more
information go to http://energytrialucsd.edu

Related topics
An important related topic discussed was the dosing of

chemo among obese patients. The capping of chemo doses
by oncologists was common in the past (Madamas, Y. BCRT.
2001).  Professor Demark-Wahnefried feels that practice
could lead to reduced treatment efficacy, with the potentially
greatest effect in ER- breast cancer patients (Colleoni, M.
Lancet. 2005). It has been reported that when the actual
body size is used to calculate doses, toxicity is not in-
creased.  Current recommendations are to use actual
body size to calculate dose (Greenman, C. Cancer. 2007).

Summary
This workshop emphasized the importance of clinical re-

search that involves nutrition-related concerns of cancer pa-
tients. It showed as well the importance of determining
effective lifestyle interventions that improve the overall health
of cancer survivors and populations at high risk for cancer.

*Though a healthy weight can be influenced by such variables
as degree of fitness and body structure, for example, BMI 
is commonly used as a measure of a person’s place on the
spectrum from underweight to obesity. A BMI of less that 
25 usually indicates a normal weight

To help determine BMI, there are many height and
weight charts published that indicate the BMI associated with
normal weight, overweight and obesity. If the BMI calcu-
lated is 25-29, a person is generally considered over-
weight, and, if the BMI is 30 or over, a person is generally
considered obese.

Colonie High

School Seniors

Marissa and

Mandy 

volunteered 

for CRAAB by

organizing gift

bags that will

be given to

newly diag-

nosed breast

cancer patients

(continued from page 1)Obesity, Energy Balance and Breast Cancer Risk
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All CRAAB! exercise programs will begin in mid-Septem-
ber. Please check the schedule online at craab.org  or consult
the flyer mailed to you for dates and times. Or call CRAAB!
at 435-1055. 
October 6, join our team, the CRAAB! Legs, for the
Komen Walk For The Cure. Register and get information
online at craab.org.

Special Events

October 15 — Dr. Ronald Stram:  HopeClub
5:30 Light Refreshments • 6:00 Program
“The Whole Body Approach to Integrative Oncology: 

A lecture with Dr. Ronald Stram on the core components
for treatment.” The talk with be followed by time for
questions from attendees. Space is limited so please call
CRAAB!  435-1055 to register.

October 25 — Continuing the Couple’s Journey
at Hilton Garden Inn, Troy

5:30 Vendor Fair • 6:00 Dinner and Program

November 10 — Cancer Consortium Survivor Brunch:
“Thankful Living” at Hilton Garden Inn, Troy
8:30 am - Noon

FALL WITH CRAAB

Tennis Tournament
Janice Pastizzo, owner and director of 
Fit for Life Wellness Center, announces

Our Annual
Breast Cancer Fundraiser

Wine, Cheese & Chocolate Tastings for a Cure.
Tastings, Raffle, Silent Auction

17 Executive Park Drive, Clifton Park 
(in the Halfmoon Executive Park)

Friday, October 19, 2012  6:30 - 9:00 pm

Pre-registration required with a donation check of $20 
made out to Fit for Life and mailed to the address above. 

Proceeds benefit CRAAB!, American Cancer Society, 
Komen for the Cure NE NY 

For more information call CRAAB! at 435-1055

Judy Behrens                           

Bonnie Bucci                                                                                  

Fahey Family                         

Francine Frank

Brenda Ginardi

Nancy Guest

Joanne Hennessy

Janet Hotis

Jean Insley

Sally Heritage

Claudia Longo

Mike Miller

Michele Ray

Denise Sheehan       

Joan Sheehan                                                

Diana Sponable

(continued on page 9)

Fundraising Volunteers

Thank You!

Joe Tierney,

Frank Matera,

Margaret

Roberts and

Mike DeRossi

Tennis volunteers

Nancy Guest,

Nikki Smith and

Francine Frank

prepare the 

raffle items.

Darlene Wood, 

Pat Sgarlata 

and Friends.

The 2012 Pitching pink honorees

Maureen Evers

Angela Kowalski

Nan Murray

Diane Ovitt

Patricia Zink

Diane Reed

Maria Crawley

Judy Behrens

Renee Mandarano

Lisa McMurdo

Sue Kent

Wendy Ogden

Kristin Murphy
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Profile
The Community Profile is a place for survivors to reflect on personal choices they made on

their journeys through cancer to healing, the lessons they learned and how they are changed.

By Emily James (As the writer wishes to remain anony-
mous, this is a pen name.)

How it all started
For ten years, I had abnormal mammograms, spot films

and ultrasounds. In the spring of 2007, an MRI finally iden-
tified that I had breast cancer. I was almost relieved.The
pathology report from my lumpectomy classified the abnor-
mality as pure mucinous colloid ductal carcinoma, which, ac-
cording to Dr. Susan Love*, is found in only 3% of breast
cancer cases.Ten days later, a second surgery turned my
lumpectomy into a partial mastectomy. After that surgery, I
still thought I looked pretty good. I was not planning to do
any reconstruction. The bottom half of my breast was miss-
ing, but the top half was fine and the nipple was where it be-
longed. I could still wear a low cut dress or bathing suit and
look “normal.”  In the breast world, having your own nipple
is a big deal. 

In a matter of weeks, my incision became infected and
changed the shape of things to come!!! Multiple surgeries
followed. My nipple was tethered to the right side toward
my armpit. If you stick your finger into a pillow, you get that
puckered, sunk in look - that was how what was left of my
breast looked. In my inexperienced mind, I thought when
the infection was cleared, my nipple would pop back to how
it looked before the infection…doesn’t work that way. The
infection damages the tissue and you are left disfigured.
Now, I didn’t look so good.   

Not looking like me
I went to a plastic surgeon (PS) who said he could do a

minor procedure and straighten out the nipple. That would
be stage one and then we could discuss where to go from
there.  I hadn’t given any thought to plastics being staged
procedures. It could take years!! By now it was September,
2008. I decided to take the next 12 months “off” from this
roller coaster ride. I needed to step back and regroup about
what I was going to do. Remember, at first I wasn’t going to
do ANY reconstruction.  Now I needed to do some research
on reconstruction options. My inner circle thought I should
be happy to be alive. “So what if you are deformed. After all
you have been through, just leave it alone.” 

BUT... A month after my diagnosis, the relationship I
was in had ended. I am 55 and single.  Sure, I look good with
clothes on, but I’m not dead yet. What about with my
clothes off??!!  I still enjoy being intimate with a man. In a
new relationship what would a man think?  I now had a se-
verely deformed breast, a blob of convoluted tissue on my
right side where a breast used to be. The nipple was erect all

the time and pointed straight down, but hey, I should have
been happy they saved it. It was still my own!!  Really? That’s
it?  

Cancer groups pontificate that when the time comes you
should discuss it with a potential partner.  What?  I don’t sit
across the table at dinner and discuss his hernia scar or my
appendix scar. Why would I have to discuss my breast scars? 

Because I’d Know
Thoughts of reconstruction weren’t just for the sake of a

man. I tried to tell myself it was still my body and the cancer
was gone. So what if this is how I looked, I’ll get used to it.
Then I thought of an interview with Olivia de Haviland
about the hoops under the dresses when filming Gone With
the Wind. The producer wanted them to wear real hoops,
just as the ladies in the South would have at that time. The
actresses remonstrated that they were hard to move in and
the public would never know. The director looked at them
and said, “I want you to look and have the attitude of a
southern lady. It’s not what the public knows; it’s what you’ll
know.”  

I had to look at myself every day when I got out of the
shower, and I never got used to it. I knew!!!  Someplace in
my mind I thought of myself as damaged goods; so who
would want me now?  In one of my office visits, the surgeon
actually used the word “deformity”; I never forgot that. I de-
cided to go plastic surgeon shopping. 

Reconstruction Options
After consulting with several PS, locally and in NYC, I

opted to do the TRAM flap (transrectal abdominal muscle)
with a local surgeon, her own modified version. I met with
her several times and she took pictures from all angles. After
I saw some of the pictures, there was no doubt in my mind I
needed to do something. For a TRAM, you have to have
some fat,  -  imagine not being fat enough! They cut off your
belly fat, skin and tissue but leave it attached to that muscle,
which then has a blood supply. The muscle is cut from the
abdominal area and the whole thing is tunneled up under
your skin and brought out at the hole in your chest where
they did the mastectomy.  

I still had my own nipple and the top half of my breast,
and to me it was still me, even though it was not recogniza-
ble as a breast. My surgeon shocked me by strongly suggest-
ing a full mastectomy! After all I went through to keep what
I had?  However, I had had radiation, and radiated tissue
does not heal well, a PS nightmare. Why mix new tissue with
that old radiated stuff? Take it all off and start with new; it

The Shape of Things to Come! 

(continued on next page)
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also gives the graft a better chance of survival. After that expla-
nation, I agreed. She explained how she would make the inci-
sion on the lower part, underneath what was left of my breast,
cut out the old tissue and replace with the new. She would try
and save the nipple. No guarantees! 

One of the drawbacks of this surgery is that, when they cut
the abdominal muscle, you lose control of it. Since I am ath-
letic, I had great concerns about that. I run, ride bikes, golf, but
most importantly I am on a competitive rowing team. I use that
muscle all the time. One of the modifications my surgeon made
in the procedure involved splitting the muscle so as not to have
to cut the whole thing. She also integrated surgical mesh. This
approach would give me control of the abdominal muscle while
providing the support my internal organs needed. The good
news is, because she would cut all the belly fat off, I would get
an incidental tummy tuck out of the deal.  Deep down, I think I
wanted the tummy tuck more than the breast job!!! 

Actually doing it
This is major surgery with a hospital stay of four to six

days, and for the first two days I was not able to bend or get up
out of bed. On the third day, two people helped me use the cut
muscle to get up out of bed, a process made bearable, but still a
real challenge, with modern drugs. Day five, I could get up
myself, as long as I had my drugs and an IV pole. I was encour-
aged to walk around the nurses’ station as many times a day as
I wanted and was going for the “gold,” 50 laps a day, when I
was discharged. 

After six nights in a hospital bed, though I was glad to be
home, being in my own bed presented new difficulties. Once
ensconced, it was painful to turn from side to side or to get
back out. If someone was there to pull me up then it wasn’t too
bad, but to try and do it alone was a challenge. My bed at
home couldn’t be lowered like the hospital bed, so I got cre-
ative! I would roll over on my side, hang on to my night stand
to pull myself up, let my feet fall to the floor and slide out.
Once I was upright it was ok; standing and walking were the
easiest positions. Sitting on a chair at my breakfast counter was
better than sitting in a sofa; since the counter was higher iget-
ting up required less bending ans effort. That abdominal inci-
sion was torture at first, but I have to say within three days of
coming home, I was able to get in and out of bed by myself al-
most normally and without any pain. 

Post surgery
I still had to deal with my limitations resulting from the

surgery.  I was not allowed to put my hands over my head,
could not cook (no lifting) or put on my own socks.  I had to
see the surgeon several times for the first several weeks and
could not drive; that was the most inconvenient part.  Wonder-
ful neighbors and friends drove me to those office visits and
took turns preparing meals every day for my first two weeks
home. I could have put frozen dinners in the microwave, but
this was nicer and gave me some company during the day or in
the evening. All know I have a strong independent side but this

gave them an excuse to check on me. I had stopped taking any
pain meds a week after getting home and within a few weeks, I
was back to normal, fully functional, could drive and take care
of myself! 

Post surgery complications
Well, my own nipple went from a grape to a raisin and

died for lack of a blood supply. Saving it was a long shot to
start with! On one of my last follow-up visits, another surgeon
in the practice was consulted. His tactful comment was, Cut
that off; we can make you one that looks way better than that! So
they did! I was sad about that. Now my breast really was fake!  

For the first time it dawned on me that I would not have
any feeling on that side any more. I had been so involved in the
reconstruction process that I had overlooked the whole feeling
concept.  I now found out how it felt. The nipple did not have
any sensation as a normal nipple would, but the breast has
some feeling. More like touching my arm than breast sensa-
tion, but I know when I am being touched. It took some get-
ting used to!

Next was fixing the opposite side. What? Surgery on the
opposite breast to make it match. Why touch a perfectly good
breast that works? No, no, no!!!! My surgeon promised she
would just lift it a little and I would still have feeling. In the
end, they matched and I have one sensate breast, all was not
lost! Over time, the nipple on the reconstructed breast became
flat and eventually, it started to look more like a bull’s eye. 

The results
My TRAM surgery was Dec 2009. It was July 2010 when

all the stages were completed. It is now 2012. Would I do it
again……Absolutely!  There is no substitute for self-confi-
dence. I look 100% better than when I walked in the plastic
surgeon’s door.  Do I look like I did before cancer? No. So
what? I don’t look like I did when I was 25 either. What made
it worthwhile? I still have to look at myself every day when I
get out of the shower. Instead of saying, “I’ll get used to it,” I
get to say, “I look pretty good.” When I get dressed I look
good, when I get undressed I look good. (Actually, been told I
look great!) In my mind, I no longer have a deformity.  I know
I did the right thing for me and that translates to how I act, feel
and relate to the world outside of my mind. Just as with the
hoops in Gone with the Wind, I KNOW!  I feel good about
myself and both my breasts.  The skin around the nipple is
starting to fade, but the surgeon can give it back color by tat-
tooing that area, a fairly common process. Will I have it tat-
tooed just to restore the color?  No way!!  I’m going to have a
tattoo in 3-D!!  It’s the latest thing, makes it look like you have
a nipple with projection instead of a bull’s eye.  So, how do you
like me now!!! 

Who’s gonna  know?  I will know! 
* Love says that it tends to have a better prognosis than

do typical invasive ductal or lobular cancers. See Dr. Susan
Love’s Breast Book, 5th Edition (A Merloyd Lawrence
Book) by Susan M. Love MD and Karen Lindsey (Sep 14,
2010), P. 295.

Profile

(continued from previous page)
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Capital Region Action Against Breast Cancer!
125 Wolf Road, Suite 124
Albany NY 12205

Empowering People Affected by Breast Cancer!

In Memory Of
Ersilia Alteri by Anna DeCianni

Susan Battaglini 
by Alpha Beta Sigma Sisters

Helen Brown by Dierdre Fitzgerald

Jennifer Chatfield by Andrea Lurie

Dorothy Condon by Joan Sheehan

Joan Godlewski by Nancy Guest

Jean Marie Klevanosky 
by Lucy Klevanosky

Jane Lamb by Brenda Ginardi

Frances Malfucci by Marge Addeo

Gertie McKain by Debbie Marchesini

Gertie McKain by Carolyn McKain

Elaine Campbell Murphy by Janet Hotis

Frances Priznar by Nikki Smith

Regina by Barbara J. Hurley

Susan Roberts 
by Linda and Paul Fruscione

Alcyne Severson by Pat S. Wager

John Simmons by Frank Depasquale

John Simmons by IBEW Local Union 236

D. Jean Strang by Florence H. Conway

In Honor Of
Bernice Bytner by Karen Weir

Jan C. by Colleen Corbett

Linda F. by Colleen Corbett

Dr. Janet Gargiulo by Janet Britt

Janice Golden by Marea B. Reid-Roberts

Krista Diegel Palombo by Casey Kiegel

Margaret Roberts by Bonnie Spanier

Joan Sheehan by Claudia Carmen

Joan Sheehan by Carole Condon

Joan Sheehan by Claudia Longo

Joan Sheehan by Carol McGrath

Constance Witalis 
by Florence H. Conway

FOR FUNDRAISERS
Business Sponsors
Bed, Bath and Beyond

BEFF’s

Colonie Irish Social Club

Chainsaw Sculptor/Jim Donato

DiFabio, VanZandt, and Co. PC

Edward Jones Investments/
Frank Marchesini

Fit for Life Wellness Center/
Janice Pastizzo

Graney and King LLC

Golf Shoppe, Calabash NC

Northway Golf Center NYSUT 
retiree Council 10

Regalo A Gift Experience

Shank and Falvey Insurance

South Colonie Teachers Association

Tri City Valley Cats

Voorheesville Rod and Gun Club

Individual Sponsors
Rich Barden

Ira Bloom

Bonnie Bucci

Jamie Sheehan Coleman

Margaret Connolly

Nancy Guest

Audrey McHugh

Michael Miller

Ruth Naylor

Margaret Roberts

Denise Sheehan

Jim Sheehan

Joan Sheehan

Nikki Smith

Sorority Sisters of Alpha Sigma Beta

(continued on page 9)

Thank You! We are grateful for your donations!

PLEASE JOIN WITH US IN CRAAB!’S EFFORT 
TO EMPOWER PEOPLE OF THE CAPITAL REGION

AFFECTED BY BREAST CANCER!
Become a member.  Take a class.

Come to hear experts in research and treatment.
Donate “In memory of” or “In honor of” a family member, friend or colleague.

Our mailing adress: 
CRAAB!, 125 Wolf Road, Suite 124, Albany, NY 12205

Our email: craab@nycap.rr.com • Our phone number: 518-435-1955
Together we can make a difference to many!


