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Our Own
International Media Expert

(continued on page 10)

Barbara Brenner was 41 when first
diagnosed with breast cancer, a

diagnosis that led the lawyer and
activist to join the board of Breast
Cancer Action, a grassroots advocacy
organization in San Francisco, and
become the organization’s first full-
time executive director a year later.
Barbara Brenner died from
complications of ALS (amyotrophic
lateral sclerosis) on May 10, 2013 at age 61. May her spirit
continue to inspire all of us. For more information about
Barbara, who she was and all she accomplished, see
breastcancerconsortium.net/in-honor-and-memory-of-
barbara-brenner/ .
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By Bonnie Spanier, Ph.D., a
CRAAB! co-founder and past
co-president, who remains con-
nected to us as a science 
consultant and newsletter con-
tributor despite living in north-
west Michigan.  She is also a

science consultant to Gayle Sulik’s new and inter-
national Breast Cancer Consortium (see Win-
ter/Spring 2013 CRAAB! newsletter, page 13).  

No less than The New York Times Magazine,
as well as CNN and Scientific American,

have recognized our very own Gayle Sulik as a media expert
on breast cancer, bringing her new organization, Breast
Cancer Consortium, to public notice.1 Some may remem-
ber Gayle when she was a CRAAB! volunteer, or our admin-
istrative director, or a graduate student researcher
interviewing survivors to document diverse views on how to
change the breast cancer landscape. 

After sharing her insights in scholarly papers and teach-
ing, Gayle wrote Pink Ribbon Blues: How Breast Cancer Culture
Undermines Women’s Health (2010).2 At CRAAB!’s invitation,
Gayle returned to Albany to talk, first about her research, and
then later to introduce Pink Ribbon Blues, strongly grounded
in CRAAB!’s commitment to presenting solid advice rooted
in evidence-based medicine and grassroots action. 

Gayle has moved full blast into social media activism and
education with her important Web site and blog,
www.pinkribbonblues.org, attracting serious attention from
those dealing with the disease and dissatisfied with breast
cancer business-as-usual.   Indeed, in the cover story for The
New York Times Magazine, “Our Feel-Good War on Breast

Cancer,” Gayle was among the experts quoted
by its author Peggy Orenstein.  

The magazine cover’s pink ribbons and
teddy bear represent typical misleading main-
stream messages: we’ve come such a long way be-
cause early detection with mammograms saves lives.
The long article highlighted contentious dif-
ferences in advice about breast cancer and the
resistance among some breast cancer groups to
taking new evidence into account.  In fact, Peg
Orenstein opens with that view she espoused in
1997, the same year CRAAB! began to face up
to tough uncertainties and even misinformation.

Gayle Sulik!

Remembering Barbara Brenner
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All You Could Ask For 
by Mike Greenberg
Reviewed by Brenda Ginardi, 
CRAAB! Board Member

It was a pleasure to read andreview a novel for the
CRAAB! newsletter, a distinct
departure from the personal
memoirs and lengthy, science-
based non-fiction books I’d
previously reviewed. I was
intrigued to realize that Greenberg, a sportscaster for ESPN,
had written the book using three different female voices and
based the novel on a real-life experience. Heidi, who had
been a good friend of Mike and his wife, Stacy, had eventually
succumbed to breast cancer, but, in the months preceding her
death, she had been befriended online by others also
diagnosed with breast cancer who had supported her through
some very difficult times. Ironically, her “breast friends” had
never met her in person, but she became a member of their
“sisterhood”, and Mike considered them “Heidi’s angels”
when he heard some of their moving tributes read at her
memorial service. This experience led him to write the novel.

Part I of the novel introduces the three women
characters in alternating short chapters: Brooke, a happily
married mother of twins who has decided to give her husband
a very special fortieth birthday present; Samantha, a 28-year-
old woman from a well-to-do family who discovers her
husband’s well-kept secret on day two of her marriage; and
finally, Katherine, a highly successful career women of 40
who now works for the man who broke her heart many years
before. You’re probably thinking that this sounds “soapy” and
some elements of the plot definitely are. But these three
women are living their separate lives unaware that cancer will
bring them together. Throughout this part, each woman
grapples with the ordinary and not so ordinary problems
generated by her life choices. For example, at one point we
read that her therapist asks Katherine, who is about to leave
on vacation, to consider what makes her life worth living, and
this prompts some soul searching on the part of the character
and this reader too.

At first, Part II takes the form of an epistolary novel, but,
instead of letters, the writings are online posts on a (fictional)
website called Breast Cancer Forum.org. Later, as the women
meet offline, the author reverts to alternating chapters for each
of the main characters. From their emails, the reader learns all
three of the characters have been diagnosed with breast cancer,
and we follow each woman as she reacts to the diagnosis
according to her own life experiences and her own character. 

We learn of Samantha’s diagnosis first, so unexpected for
a young woman who takes very good care of herself. After her

initial shock wears off, true to the decisiveness
and positive attitude she has demonstrated
earlier in the novel, she devises a treatment
plan and envisions a positive outcome. She
states in one online post that breast cancer is
“not who I am”, and yet her experience of
writing about it crystalizes her resolve to work to
find ways to help other women who are going

through this journey. She reaches out to Brooke who has had
an entirely different reaction to her new reality. 

Brooke is very secretive about her breast cancer
treatment even to the point of withholding her diagnosis
from her husband who is in China on a lengthy business trip.
She opts for a lumpectomy with no followup treatment
contrary to her doctor’s recommendation, because she does
not want to disturb the harmony she has achieved in her
marriage, her highest priority. Because she cannot explain her
decisions in a way Sam can support, Brooke breaks off her
online dialog with her.

Next, we learn of Katherine’s diagnosis with a more
advanced case of breast cancer. Her reaction suits her character
perfectly. When she regains her equilibrium, she does all in her
power to fight for her life and reaches out to Sam online.
Instead of fighting in the business world, Kat now shows her
strength in her fight to live and search out support.

With all its twists and turns, this story sometimes borders
on melodrama, but then again real life has dramatic events so
that is not a major criticism. My main problem with the book is
that almost half the novel deals with the women’s precancer
lives. I wish more of the story was about how they worked
through their treatments, how their lives were affected and more
about the friendships that developed among them since that was
supposed to be the focal point of the novel. Actually, a look into
the power of their relationships came quite late in the book. 

In its depiction of reactions to the breast cancer
diagnosis, each character’s seemed authentic, and while
sometimes feelings were expressed using profanity, which
may be offensive to some readers, I did not find its use
excessive given the circumstances. Each woman had a unique
family medical history and personal baggage that informed
her decisions, which is often true in real life. As a breast
cancer survivor myself, I found Brooke‘s actions most
puzzling and improbable. When I was being treated, I
welcomed the support of my family and friends, but with that
said, the diagnosis does bring major upheaval into one’s life,
and Brooke wanted to avoid that at all cost.

This book, though it deals with a serious subject, is a
fast read and has many light-hearted moments.  Read it
and I think you’ll enjoy it while enabling breast cancer
research since Greenberg is donating his profits from book
sales to a cancer research foundation to help find
treatments and a cure.

Book Review
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After spending the past 10 years as CRAAB!’s Office
Manager, I am very pleased to have been appointed

by the Board to be Executive Director. This organization
has been an inspiration to me, as I have been able to work
with some truly amazing women who embody the word
“survivor”.  I’m excited to work with our Board of Directors,
and want to welcome our newest Board members: Marri
Aviza, Amy Jones and Margaret Roberts.  I know that each
will bring much to our dedicated group.

CHALLENGES
CRAAB! is definitely experiencing some financial

challenges in this 2013 fiscal year. Both public and
private grant sources are becoming fewer in number, and
that has directly impacted our ability to provide the
information, programs and services that have been so
important to survivors and the entire Capital Region
community. 

Recently, we concluded a 5-year grant from the NYS
DOH that had funded our very popular Albany yoga, the
Healthy Steps exercise classes, Patient Navigation, Medical
Massage and Risk Reduction programs that we presented to
many local community groups.  We also reached the end of a
grant from the Susan G. Komen for the Cure Foundation
which funded programs such as Nia (Non-Impact Aerobics),
Resist-a-ball, Pink Ribbon Pilates and Zumba.  

ACTIONS
As outside funding has dwindled, the importance of

our membership drive, our Summer Sports fundraisers,
and the Pink Zone event, has grown. Thank you to
everyone who answered our Membership Appeal and/or
participated in one of our summer activities.  This year,
we raised more money from these events than we ever
have before!   

We are especially dependent on funds raised at the Pink
Zone Reception and Women’s Basketball Game at Siena
College.  If you have never attended this event, I encourage
you to join us at next year’s game and see what it’s all about –
I guarantee you’ll be both inspired and entertained while also
having the opportunity to cheer on the Saints!  Thanks to the
efforts of the team and staff at Siena, the Capital Region

business community sponsors, committee members, and
CRAAB member volunteers, the success of the event over the
past few years has allowed us to continue offering our most
popular programs during times when grant funding is no
longer available for them. For example, CRAAB! has
chosen to use the proceeds from the 2013 Pink Zone to
fund the Fall exercise classes we offer free to survivors to
promote their healing and lifelong health.

TRANSPARENCY
CRAAB! takes very seriously our fiscal responsibility

to donors who fund our activities and, as a matter of
policy, we have taken steps to minimize administrative
costs by, among other actions,  reducing staff hours,
consolidating utility services and grouping mailings.
Our fundraising costs are less than 1% of our budget,
and total overhead costs are consistently at or below
14%. If you are interested in more details as to how we spend
your gifts to us, please email: craab@nycap.rr.com, or call:
435-1055 and ask to speak to me, and I will answer your
questions as best I can.     

Although the road ahead is uncertain, I look forward 
to whatever twists, turns, hills and valleys await me. I hope 
that I can navigate them with even half of the grace and 
wisdom of the breast cancer survivors and those who support
them who make CRAAB! such a worthwhile organization 
in the Capital Region.

CRAAB! OFFICERS and 
EXECUTIVE BOARD MEMBERS for 2013-2014

President ...............................................................Diana Sponable                   

Vice President ..........................................................Joan Sheehan

Secretary ....................................................................Michelle Ray

Treasurer...................................................................Sally Heritage

Board Members .................................Marri Aviza, Wanda Burch, 

Francine Frank, Brenda  Ginardi, 

Nancy Guest, Janet Hotis, 

Amy Jones, Claudia Longo, Margaret Roberts

Staff:
Executive Director ................................................Deb Marchesini

Newsletter Editor ........................................................Cara Anaam

Outreach/Program Coordinator...................................Kelly Fahey

Director’s
Desk
by Debbie Marchesini,

CRAAB! Executive Director

From the



herself and others affected by breast cancer. She is a leader, a
role model, and a mentor to so many of us who have the
pleasure to call her “friend”.  As I’ve served on the board, I
often thought to myself that I felt bad for the next person
who would take the president’s position because Joan has set
the bar so incredibly high. . .. Let’s just say that I’m the
grasshopper and my Mr. Miyagi is keenly guiding the way. *
I’m happy to take the reins and learn from one of the best. 

We’re excited to welcome Marri Aviza and Amy Jones to,
and Margaret Roberts back to, the Board. We’re very pleased
to announce long time CRAAB! Office Manager Debbie
Marchesini has agreed to serve as our Executive Director and
will report directly to the Board. This position provides more
authority and more accurately reflects her crucial role within
the organization. 

We invite you to join us in assisting CRAAB! in whatever
way you can. As is explained in other articles in this newsletter,
unlike past years, this year we’ve not received some key grants
that have funded many of the classes and programs CRAAB!
offered. So we’ve put together some new and fun events, which
will bring the community together while also serving as
fundraisers for us. Please put these dates on your calendar and
support CRAAB! by attending with your family and friends. 
I look forward to meeting you there.  

*Grasshopper and Mr. Miyagi are characters from the 1984 movie 
The Karate Kid.

President’s Corner
by Diana Sponable

Five years ago, my family moved to a new neighborhood
and I was just completing treatment for breast cancer,

when a neighbor on the street noticed the pink ribbon
magnet on my car and introduced herself. She also was
completing treatment for breast cancer and asked me to join
her walking in the park with some fellow survivors. Little did
either of us know that her actions were the beginning of a
great friendship and my involvement with CRAAB!.

Just like that summer, we still meet to walk with
survivors, friends, and families. It’s all very casual and people
usually break out into the ‘slow’ and ‘slower’ groups. Both
always seem to have lots of  good conversation and laughter.
We welcome anyone who would like to join us. Just meet us
at The Crossings, 580 Albany-Shaker Road, Loudonville. We
gather near the playground at 5:15pm and walk for 45
minutes (approximately 2-3 miles).

Since that first summer, I’ve participated in many
CRAAB! programs and fundraisers. I’ve served on the
CRAAB! Board and have been so impressed with the
knowledge and commitment the other members bring to
serving this community. I feel I get far more from the
experience than I contribute to it!    

And then there is Joan Sheehan. Joan has become the
face of CRAAB!  (Not a crab!)  As a cofounder of this
organization she has devoted countless hours planning,
organizing, networking,  manning tables and educating
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Just think, one of these beautiful baskets could be yours

when you participate in a fundraiser for CRAAB!
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Take a SWING at Breast Cancer

Golf Tournament

Dwayne Coleman

and Tim Longo

after the 

tournament

Denise Sheehan and

Katy Miller teeing off

Bonnie Bucci and Janet Hotis, 

chairpersons of the golf tournament

Beautiful golf

course view

L to R -- Vera Dordick, Lori Mayott, Sujata Chaudhry,

Brandi Miller, Sarah Johnson

Voorheesville Rod and Gun Club Volunteers --
(right to left) Rich Barden, Dan Dugan, 
Pete DePaulo and cook John Bayly.  

Shooters who hit the green disk during Trap Shooting
received a free ham -- Lori Mayott and Sarah Johnson

Jamie Sheehan

Coleman and

Becky Miller, hole

watchers for a

hole in one

Toni Bentley, 

Joan Sheehan, 

and Diane Clouse.

John McDonald teeing off

Take Aim Against Breast Cancer Trap Shoot
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RecentResearch

Capital Region Action Against Breast Cancer Summer/Fall 2013

From Jessica Werder, M.P.H. 
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.

procedure, creating “tunnels” in the tissue of a 77-year old
woman’s arm. The tunnels were created close to a network of
existing lymphatic tissue in an attempt to help alleviate the
accumulation of lymph. By applying manual pressure to the
arm following the procedure (known as pressotherapy), it was
possible to clear some of the lymphatic fluid into the tunnels,
where it was eventually reabsorbed into the lymphatic
systems as evidenced by the woman’s improved ability to
move her fingers, wrist and elbow, following two laser
treatments.

Another laser procedure that has recently been discussed
is called Low Level Laser Therapy (LLLT). LLLT is not a
surgical procedure, but rather a therapeutic approach in
which a therapist places a device directly on the skin. The
device emits a light believed to help with the flow of lymph.
In November, 2006, a specific laser therapy unit, known as
the Riancorp LTU-904, was approved by the FDA for use in
treating post-mastectomy lymphedema,. The FDA’s approval
rested on evidence from a clinical trial conducted with post-
mastectomy lymphedema patients in Australia; the trial
suggested that half (52%) of participants receiving laser
therapy experienced a decrease in fluid and one third (31%)
experienced decreased arm swelling. Additional trials since
the approval have shown similar results Currently, the New
York University School of Medicine is recruiting for a U.S.
clinical trial to examine the effects of LLLT for lymphedema
in post-mastectomy lymphedema patients
(http://clinicaltrials.gov/show/NCT01351376).

Interpretation and Implications:
Lymphedema is a serious complication from ALND and

radiation for many breast cancer survivors. While attention to
the problem’s sources (ALND and radiation) would decrease
its incidence, any novel therapies that may help alleviate the
symptoms of lymphedema should continue to be studied.
The “tunnel” laser therapy mentioned above is a brand new
procedure and needs significant study before application in
patients. The initial LTU-904 approval by the FDA rested on
the results of one clinical trial, though additional studies since
have shown similar results. The clinical trial underway in the
U.S. may lend additional information about the effectiveness
of the device.

(continued on next page)

Lasers and Lymphedema

Background and Recent Evidence:
The human lymphatic system is closely linked to our

cardiovascular system and is sometimes known as part of the
circulatory system. It consists of a network of lymph nodes
that help to circulate a clear fluid called lymph. When a
woman has a mastectomy or lumpectomy, standard protocol
has had physicians removing nearby lymph nodes in an
attempt to prevent cancer cells from spreading through the
body by way of circulating lymph (called ALND, axillary
lymph node dissection). When this is done, the flow of lymph
can be disrupted, causing fluid buildup and swelling which is
referred to as lymphedema (to note: lymphedema refers to
any buildup of lymph, which may be caused by things other
than surgery). Complications of lymphedema in breast cancer
survivors can include swelling of the arm, pain, discomfort,
limited mobility and even infection. Lymphedema is
considered a serious quality of life issue among many breast
cancer survivors. It persists as a major problem despite the
fact that, as mentioned in the Recent Research column in
Spring of 2011, for early stages ALND may have no benefit
over other procedures (such as Sentinel Lymph Node
Dissection) that have lower rates of lymphedema.

Recently, there has been much talk in the scientific
community about the use of lasers to treat lymphedema.
There are at least two very different approaches to using
lasers that have come up in current reports. In February, a
team of physicians published a case study in the journal
OncoTargets and Therapy. In the single case reported,
physicians used a fiber optic laser to conduct a surgical
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Sexual Health of Young
Breast Cancer Survivors

Background and Recent Evidence:
It is well known that a breast cancer diagnosis, and

subsequent treatment, can have a lasting impact on a woman’s
sexual life. For young women in particular, the experience of
breast cancer seems to have significant negative consequences
for their sexuality. In 2012, The European Society of Breast
Cancer Specialists published a position paper on the
management of breast cancer in young women. Among the
topics addressed in the paper was sexual dysfunction, with a
recognition that physical, social and psychological
complications should be addressed for these women.

In February, a group of researchers from the Netherlands
published data from a survey conducted with young women,
45 years of age or younger, who had been diagnosed with
breast cancer in the last 6 years. They found that, when
compared to women without a breast cancer diagnosis,
women undergoing treatment for breast cancer experienced
significantly more sexual stress, were less satisfied with their
sex lives, and were more likely to feel guilty about their sexual
behavior.

In March, a “best practices” review article was published
entitled Rehabilitation following cancer treatment. The intent of
the research was to review existing evidence on rehabilitative
interventions that addressed physical, cognitive and
emotional problems during cancer survivorship. According to
the authors, “The review took as its starting point a
systematic review of patient needs and supportive care
interventions following cancer treatment.” Yet, while the
article included a section on sexual functioning, the studies
reviewed largely focused on male sexual functioning
following prostate cancer treatment or women’s sexual
functioning following gynecological cancers; no mention was
made of the emotional or psychological effects of breast
cancer on a woman’s sexual functioning.

Interpretation and Implications:
Clearly, there is a growing recognition within the

medical and scientific communities that breast cancer
diagnosis and treatment can have negative effects on a
woman’s sex life. For young women in particular, such a
diagnosis can lead to severe emotional outcomes. And yet, it
appears that little effort has been given to studying
approaches that may prove therapeutic for women in these
circumstances. More research needs to be done, and more
attention needs to be drawn, to this consequence of breast
cancer among survivors.

In “Life, Interrupted,” her online column for The New
York Times, Suleika Jaouad often writes about her experiences
as a young women with cancer. In February, she addressed
the topic of sex and cancer, writing “to my surprise, sex is not

at the center of the conversation in the oncology unit — far
from it. No one has ever broached the topic of sex and cancer
during my diagnosis and treatment. Not doctors, not nurses.”
Referring to herself and friends with cancer, she writes “we
are at a loss when it comes to answering crucial medical
questions about sexual health and cancer. Who can we talk
to? Are these common side effects? And what treatments or
remedies exist, if any, for the sexual side effects associated
with cancer?”

As noted above, there does appear to be a growing
recognition that the issue of sexuality is closely linked with
breast cancer in young women. And yet, patients still clearly
feel lost when it comes to this topic. Continued conversation
and activism help to draw attention to the fact that more
resources are needed for patients and survivors. Rebuilding
identity after breast cancer is the goal of Parisian activist
Cathie Malhouitre’s Web site,
http://auseindesadifference.com (“within our differences)”, 
to promote these sensitive and crucial discussions.

1  National Cancer Institute. “Lymphedema.” http://www.can-
cer.gov/cancertopics/pdq/supportivecare/lymphedema/Pa-
tient/page1.  Accessed April 1, 2013. 

2  Palmieri et al. The feasibility of a fiber optic laser approach
to relieving lymphedematous syndrome: a case report. 
OncoTargets and Therapy 2013, 6:85-88.

3  Breast Cancer.Org. “Laser Therapy for Lymphedema.”
http://www.breastcancer.org/treatment/lymphedema/treat-
ments/laser. Accessed April 10, 2013. 

4  RianCorp. “FDA Clears Laser-Based Lymphedema Therapy.”
November 2006. http://www.riancorp.com/media/pressre-
lease.pdf. Accessed April 10, 2013. 

5  Carati et al. Treatment of Postmastectomy Lymphedema with
Low-Level Laser Therapy. Cancer 2003;98:1114-22.

6  Anderson  et al. “Randomised, Double Blinded, Placebo Con-
trolled, Crossover Trial Determining the Effect of Treating Post-
Mastectomy Lymphoedema with LTU-904H Laser Therapy.”
http://www.riancorp.com/media/ClinicalTrialSummary.pdf. Ac-
cessed April 10, 2013. 

7  Omar et al. Treatment of post-mastectomy lymphedema with
laser therapy: double blind placebo control randomized study.
The Journal of Surgical Research 2011, 165(1):82-90.

8  Lau et al. Managing postmastectomy lymphedema with low-
level laser therapy. Photomedicine and Laser Surgery 2009,
27(5):763-9.

9  Cardoso F et al. The European Society of Breast Cancer 
Specialists recommendations for the management of young
women with breast cancer. European Journal of Cancer 2013,
48: 3355– 3377. 

10 Kedde et al. Subjective sexual well-being and sexual behavior
in young women with breast cancer. Support Care Cancer
2013, 21(7): 1993-2005.

11 Egan et al. Rehabilitation following cancer treatment. 
Disability and Rehabilitation 2013, Mar 15: online.

12 Jaouad. “Life, Interrupted: Crazy, Unsexy Cancer Tips.”
http://well.blogs.nytimes.com/2013/02/14/life-interrupted-
crazy-unsexy-cancer-tips/. February 14, 2013.

(continued from previous page)



by Margaret Roberts, 
CRAAB! Board Member

In April 2012, Governor Andrew Cuomo
signed an Executive Order to establish a New
York Health Benefit Exchange (NYHBE) under
the federal Affordable Care Act. As early
advocates for the creation of the NYHBE,
CRAAB! and the New York State Breast
Cancer Network (NYSBCN) called for its
implementation to start with a robust
recruitment campaign. 

The absence of health insurance has created
serious consequences for people diagnosed with
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breast cancer and other diseases. Delayed diagnosis, poorer
quality treatment or no treatment, all due to the financial
burden obtaining care would impose, have resulted in
diminished quality of life, increased morbidity and
unnecessary deaths.  Until significant breakthroughs in
prevention and treatment of breast cancer and other cancers
are achieved, improved insurance coverage will produce
the biggest impact for the most people by improving
quality of life, extending life expectancy and saving the
lives of those affected by breast cancer as well as other
cancers and diseases. 

It is estimated that over 1 million New Yorkers can
gain coverage when the individual and small business
Exchange is implemented. These 1 million New Yorkers,

UPDATE: CRAAB! Endorses Enrollment Outre        

ADVOCACY DAY

Some of the participants 
at the 2013 Advocacy Day.



enrollment through their newsletters, on the
home page of their websites, at health fairs,
town hall meetings and all other opportunities
where they interact with their constituents.  

The NYSBCN is a member of the Health
Benefit Exchange Regional Advisory Committee
and has been working hard to make the
Exchanges as consumer friendly as possible.  We
are committed to an effective outreach campaign
so that all eligible uninsured people will be
enrolled through the Health Benefit Exchange by
January 1, 2014.  For more information about
the Exchange and enrollment, please visit:
http://healthbenefitexchange.ny.gov.
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Front row:  Beverly Canin of Breast Cancer Options (BCO); Laura Weinberg of Great Neck (GNBCC);  Liz Wohl, Chair

of NYSBCN;  Andi Gladstone, Executive Director of NYSBCN.  Back row: Joe Huben with New Visions in Kingston, NY;

Margaret Roberts, Board Member of Capital Region Action Against Breast Cancer! (CRAAB!) and Karen Miller 

of Huntington (HBCAC).

    each for New York Health Benefit Exchange 
including many who will be diagnosed with breast cancer,
need to understand what the Exchange will do for them,
and  will need to enroll in a health plan through the
Exchange SOON - the application process begins  on
October 1, 2013.

At the 2013 New York State Breast Cancer Advocacy
Day held in February, CRAAB! and NYSBCN encouraged
the Exchange to begin its major advertising campaign
early, and to provide outreach and recruitment materials
to ensure maximum participation of potential recruiters.
We argued that these materials had to target diverse
communities - racial/ethnic groups, LGBT populations, low-
income households, and people with disabilities. We also
asked our legislators to actively join this outreach
campaign by disseminating information and encouraging
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After finding and treating a breast tumor
at age 35, Orenstein angrily disagreed with
the 1997 NIH Consensus Conference’s re-
solve that the benefits of mammography
screening for women in their 40s were too
inconclusive to recommend, writing, “I am
the person whose life is officially not worth
saving.”  She became an outspoken advocate
of early detection, loudly touted by the
American Cancer Society and the Susan G.
Komen Foundation, both of which rejected
the evidence about younger women and
mammograms (and still do).

We all know many women who agreed
with Orenstein’s outrage back in 1997. We
may even share it still. But Orenstein’s personal story is no-
table because, 16 years later, she has changed her mind about
the promise of early detection. She asserts that the unrealisti-
cally happy, lopsided news about this disease has caused us to
veer our attention and money away from women’s true needs.
She takes Komen to task for ignoring the mounting evidence,
and she urges us to lend our energy and other resources to
the sadly unyielding, but too often ignored, problem of the
high death rate of women with metastatic breast cancer.

Orenstein lays out her reasons for her change of attitude
as she tracked each new study of the benefits and the risks of
mammogram screening, a topic you see updated regularly in
this newsletter.  From experts whom we have come to trust,
such as the Cochrane Collaboration and Dr. H. Gilbert
Welch, who analyze new evidence and re-assess old studies,
evidence demonstrates serious limitations of mammography
screening, summarized in the powerful term, “overtreat-
ment.”  Using the statistic that 15% of women so screened
will benefit from a mammogram, 10 times as many women
will be overdiagnosed—and treated unnecessarily—for breast
cancer than will have their life extended.  Overtreatment is
significant: surgery, radiation, hormone therapy, and/or cell-
killing chemotherapy, for a disease that would not have af-
fected them in their lifetime.3

Where does Gayle Sulik come in?  Raising the criticism
that some “pink-ribbon culture” groups spend too much time
and money on self-perpetuation, The New York Times Maga-
zine article devotes a full paragraph to Gayle’s tactfully
worded view that ‘awareness’ has not led to a sustained effort
to truly eliminate the disease.  

For me, the pride that CRAAB! can take in the success of
one of our own emerging as an international expert on breast
cancer biomedicine and politics is not self-serving. It is a tes-
tament to the many small and large ripples generated by
CRAAB!’s concern for sound information and respectful en-
gagement with diverse voices.  

Soon after the NYT article and before the Supreme Court
ruled against Myriad in the gene patenting case, Angelina Jolie
announced that, because she had a particular BRCA mutation,
she had had prophylactic surgeries after her doctors estimated
that she had an 87% risk of breast cancer and a 50% risk of

ovarian cancer.  (She did not have either breast
or ovarian cancer, but her mother and aunt
did.) Celebrity activist against international
poverty, obviously well meaning, Jolie encour-
aged women to get the BRCA genetic test and
to consider reconstructive surgery. A flurry of
media opinions ensued.  

Well prepared with data, Gayle Sulik en-
tered the fray thoughtfully, raising concerns
that Jolie did not.  First, the fact that the test’s
high price tag, as well as extensive surger-
ies, are out of the reach of most American
women. Second, the gene-patenting con-
troversy, with Myriad’s control over the
BRCA mutations has been a serious detri-

ment to research on those genes.4 Embodying ‘teaching
moments,’ Gayle’s blog piece in Scientific American, “Angelina
Jolie and the One Percent,” highlighted the fact that only 1%
of women in the U.S. carry the BRCA genetic mutations,
and only those with a strong family history of breast (at a
young age) and/or ovarian cancers are actually at higher
risk.5

While misinformation was expounded in a media frenzy,
the good news is that solid analysts like Gayle are also being
heard. Gayle’s evidence-based report on the screening mam-
mography controversy snagged the attention of ShareCare, a
health blog (www.sharecare.com) that features Dr. Oz among
many health experts. And www.psychologytoday.com/blog
enlisted Gayle’s expertise on the high cost of cancer drugs.  

To catch up on responsible and diverse commentary, take
a look at www.breastcancerconsortium.net for the searching
questions Peg Orenstein identified as sorely needing to be
asked in order to tackle breast cancer at its roots for the
health of us all.

[1] Peg Orenstein, “Our Feel-Good War on Breast Cancer,” The
New York Times Magazine, April 28, 2013.

[2] Oxford University Press, 2010.  See our book review in
CRAAB! Newsletter, Summer/Fall 2010.  Gayle received her
M.A. in women’s studies and her Ph.D. in Sociology from the
University at Albany.

[3] They might have DCIS or other abnormal cell masses, found
95% of the time only with mammograms, and which experts
are trying to rename as a factor that increases your risk for
breast cancer, rather than cancer.  They might have a real in-
vasive breast tumor that, although detectable and verifiable,
would not grow to threaten her life.  So the problem is not
just about inadequate doctors.  Note that the controversy
concerns mammograms for screening healthy women, not for
diagnosis when symptoms appear.

[4] See CRAAB! Newsletter (Winter/Spring 2010), and the June 2013
Supreme Court decision disallowing patenting of human genes.  

[5] Notably, a strong family history includes women or several
women on one side of a family getting breast cancer in their
40’s, men with rare breast cancer, or women on one family
side with breast, ovarian, or pancreatic cancers.

International Media Expert (continued)
(continued from page 1)
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By Anne Rabe, CCNL Health Committee member

fter thirty years, residents living near the National
Lead Industries (NL) plant in Colonie, NY are

finally having their health questions answered. NL
operated from 1958 to 1982 at 1130 Central Avenue
using radioactive uranium and other heavy metals in the
manufacture of penetrators and other military products.
During this time, the company illegally polluted the
adjacent residential community with an estimated five
tons of uranium released from its stacks. Uranium is a
toxic chemical due to its heavy metal and radiological
properties.

In 1982, the state agencies uncovered NL’s illegal air
pollution and dumping of uranium waste. When NL refused
to conduct a cleanup, the federal Department of Energy
cleaned up the contaminated soil at 53 residences and
businesses on Central Avenue and adjacent streets in the early
1990’s.  For another two decades, the agency conducted a
cleanup of the 11-acre NL site. 

Community Concerned About NL Industries
(CCNL), a group of residents and former NL workers,
has repeatedly asked the NYS Department of Health
(DOH) to conduct a health investigation of the exposed
residents and workers.  Finally, three years ago, Dr.
Howard Freed, the new DOH Director of the Center for
Environmental Health, agreed. Two DOH health
investigations will assess the body burden of uranium in
residents and former workers, and conduct a health
study of residents.  CCNL’s Health Committee has been

meeting with DOH staff to
design the studies.  The CCNL
Health Committee includes Tom
Ellis, Sharon Herr, Anne Rabe,
Nancy Snow, Joan Sheehan of
CRAAB! and Dr. David
Carpenter of the University at
Albany School of Public Health. 

The Health Outcomes Study is being done by DOH’s
Community Exposure Research Section.  The study will look
at the rates of illness for residents living near NL. DOH has
the following databases that can be used: Cancer Registry;
Birth Defects Registry; and Hospitalization  Records, which
includes patients with autoimmune disorders and other
illnesses related to uranium exposure. The study is using a
three ring approach based on exposure levels. The first ring
includes the contaminated residential areas that were
remediated by the federal government. The second ring
includes the 1/3 mile area where uranium was found in soil,
and the third ring includes a 2/3 mile area where lower levels
of uranium were found in soil. The DOH has not as yet
released a detailed map of the area to be covered.

The purpose of the Body Burden Study is to measure
depleted uranium (DU) and total uranium in the urine of
former NL workers and in residents who lived near the NL
site when it was in operation.  People may also provide a
blood sample, as well as any removed teeth. The benefits of
this study are to obtain information on possible exposure
levels and excretion rates of DU, which will provide

important information for scientific research,
future government health policies and can
help inform people’s personal future health
care.  In the last six months, over 150
residents and former NL workers had their
urine and blood tested.  Dr. Patrick Parsons
and John Arnason of the DOH Wadsworth
Laboratory conducted the tests thanks to a
grant from the Centers for Disease Control
and Prevention.  As far as we know, this is
the first body burden testing for DU ever
done in America. A pilot project was done of
NL workers and residents in 2007 by a
British scientist which showed significant
levels of DU in urine in 8 people, twenty
years after exposure. If you lived near NL
Industries between 1958 and 1982 and are
interested in being tested, please contact
June Moore of DOH at 518-402-7950.  
If you’d like more information about CCNL
or the proposed study, contact Anne at
annerabe@msn.com .

Summer/Fall 2013 craab@nycap.rr.com

Health Studies Investigate Uranium Exposures 
from Colonie’s NL Industries Plant

Aerial photograph of the former NL Industries site 

in Colonie after the DEC cleanup was completed in 2007. 

(Photo by Chris Milian / www.photosfromonhigh.com/ 518-495-7983)
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Action Against Cancer Tennis Day
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Albany Yoga - Mary Sloan (Wednesdays 12:00, The Yoga Loft, Albany)
9/11, 9/18,  9/25, 10/2, 10/9, 10/16, 10/23, 10/30, 11/6, 11/13

Healthy StepsTM - Diane Kopecki (Thursdays 6:00, Hope Club, Latham)
9/19, 9/26, 10/3, 10/10, 10/17, 10/24, 10/31, 11/14, 11/21, 12/5

Gentle Pilates - Janice Pastizzo (Fridays 12:00, Colonie Community Center)
9/20, 9/27, 10/4, 10/11, 10/18, 10/25, 11/1, 11/8,  11/15, 11/22

Resist-A-Ball - Randi Juris (Mondays 6:30, Plaza Fitness Center, Albany)
9/16, 9/23, 9/30, 10/7, 10/14, 10/21, 10/28, 11/4, 11/11, 11/18

Nia - Beth Foster (Mondays 5:30, The Court Club, Albany)
9/16, 9/23, 9/30, 10/7, 10/21, 10/28, 11/4, 11/18, 11/25, 12/2

Niskayuna Yoga – Vicki Braunstein (Wednesdays 5:30, 
Eastern Parkway United Methodist Church, Palmer Avenue, Schenectady)

9/18, 9/25, 10/2, 10/9, 10/16, 10/23, 10/30, 11/6, 11/13, 11/20

Strength & Metabolism (Wednesdays 7:00, Plaza Fitness Center, Albany)
9/18, 9/25, 10/2, 10/9, 10/16, 10/23, 10/30, 11/6, 11/13, 11/20

Fall 2013 Exercise Class Schedule

Fit For Life Wellness Center 
Announces 

its Annual Fundraiser for Breast Cancer Prevention and Recovery.

“Helping Hands” fundraiser!
You get a clean car and CRAAB! benefits from the proceeds.

50% of proceeds from all carwash tickets sold will go to CRAAB!.

INSIDE AND OUT TICKETS ARE $18    EXTERIOR ONLY TICKETS ARE $9
(These are the regular prices for these two types of tickets.)

Purchase from a CRAAB! Board Member.
(Contact CRAAB! at 435-1055 to become a volunteer seller too.)

Or purchase by mailing a check to:
Janice Pastizzo, Fit for Life

17 Executive Drive, Clifton Park, Ny 12065

Prepayment is necessary with your order to reserve your tickets, which will be sent to you in early October.  

Checks are to be made payable to Fit For Life.
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Profile
The Community Profile is a place for those who have been diagnosed with breast
cancer to reflect on personal choices they made on their journeys through cancer to
healing, the lessons they learned and how they changed. Each writer makes her own
choices as to what to share.

By Kathleen Curley, CRAAB! Member
his is a part of my story I never really want to talk
about publicly. Yet in the CRAAB! newsletters, season

after season I see a woman tell her story so courageously
that it gives me strength to
share my own.  My name
is Kathleen and I am 51
years old.  I am married
to a wonderful man,
Michael, and we live in
Niskayuna. We were not
blessed with children due
in large part to our
marrying later in life,
(this is my second
marriage) and because of
my health.

When I was about
15, I became concerned
that my breasts just didn’t
feel right. I had my first
mammogram at age 16
and was found to have
severe fibrocystic breast
disease and dense breasts.
My first surgical breast biopsy was at age 21.

In 1984 at 22 and a senior in college, I had another
biopsy that showed a precancerous growth that sometimes
accompanies cancer. At that time, this was considered
highly unusual for a woman my age. The subsequent
surgery to remove any precancerous cells, while not a
mastectomy, was quite extensive, as were the effects of the
medication I was given, which made me gain a tremendous
amount of weight in a short time and threw my body into
complete chaos. I was in extreme pain for months and was
devastated about what was happening to my body. After a

period of time, I took myself off the medicine and found a
new breast surgeon and doctor.

I changed my eating habits, stopped drinking alcohol at
age 22 and stopped smoking at age 24 (one of the hardest

things I’ve ever done - what
a powerful drug). I began
jogging again and got my
weight back down into a
normal range. Knowing  I
was at higher risk for
breast cancer had made
me diligent about self-
examinations and
checkups.

Then in recent years,
my health history became
more complicated.
September 11, 2001, I
was staying at the Marriot
World Trade Center so
was very close to one of
the worst events ever to
happen on U.S. soil. As a
result I developed PTSD.
In 2002, after being

diagnosed and treated for two melanomas on my back, I
subsequently developed  a staph infection in one of my
excisions and took months to recover. 

In 2004, after being misdiagnosed as simply being
exhausted from my melanoma treatment, the infection, and
PTSD, I discovered that I had contracted mononucleosis
(Epstein Barr virus).  I slept through 2005 and 2006!  

In 2007, even with my history, I was stunned by the
news that I had breast cancer. I was 45 years old and
premenopausal. I had had my yearly mammogram and
been cleared but kept feeling there was something wrong in

From Survivor to Thriver

(continued on next page)

(L to R)  Maureen Lee, Kathleen Curley, 
Jen Russman, Paula Jordan Pierro
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my breast. I was going regularly to my friend Dagny
Alexander for shiatsu treatment and several times mentioned
this to her.  Noting I had new palpable nodules which were
hard to categorize because of all the scar tissue and fibrocystic
disease, she encouraged me to see my doctor. My OB-GYN
listened to me and, due to my history, sent me to a new
breast surgeon (mine had retired - sure sign I am older!), who
sent me for a breast MRI, which indicated some problem
areas. The surgeon immediately followed up with a core
biopsy that showed precancerous cells, and then a surgical
biopsy that revealed I had cancer close to spot where
precancer was when I was 22.  

Upon my breast cancer diagnosis, my husband and I
consulted my melanoma doctor to help me make my
decisions regarding treatment. I chose to have a simple
mastectomy and so avoided radiation that, in this doctor’s
opinion,  would have put me in danger from a recurrence of
the melanoma. I was blessed that I only had a micro-invasion
of one lymph node, and due to the early stage at which it 
was found, I did not have to go through chemotherapy. I was
90% estrogen and progesterone positive so I attempted 
twice to take tamoxifen but had to stop due to severe
migraine headaches. I did choose to undergo reconstruction
of that breast.  

During the reconstruction of my other breast to balance
my appearance, it was discovered I had precancerous cell
growth (atypical ductal hyperplasia) there too, so had to go
regularly for testing that included a yearly MRI. In 2011*, I
had two core biopsies, which confirmed precancerous cells.
Luckily, a few years before,  I had discovered a surgeon
downstate, Dr Andrew Ashikari, and a plastic surgeon, Dr. C.
Andrew Salzberg, who together perform nipple sparing
mastectomies with same day reconstruction. On January 10,
2013,  I released my other breast through this procedure. I
am happy to report that the surgery was much easier on my
body than my 2007 mastectomy.

My new breast is gorgeous, though a bit bigger than I
would prefer. I have my own nipple and areola. I cannot
express the emotional and psychic release I feel knowing that
I have VERY little chance of ever getting breast cancer again.
Also, I am thrilled that my ordeal regarding tests, core
biopsies, surgical biopsies and tamoxifen are OVER!!! Not
everyone would chose my path, but I am happy and relieved.
Don’t get me wrong, I’d take my old, sagging breasts back in
a minute.  But - bottom line - I’m still relatively young and
want to be healthy. 

From the experience,  I carried so much good into my 
post-cancer life. for example: 

• I know myself as a woman and still feel attractive and
lovable in spite of the many changes to my body. 

• I have learned to listen to and trust my intuitions
regarding my body on a much deeper level.  

• I have learned the importance of both advocating for
myself and of having my husband’s support at my
doctor appointments. 

• I am grateful for my family, espcially my precious
sisters, and friends, especially my best buds Rachel
Iverson and Lisa Skill.

I pray for all people afflicted with cancer every day. 
There is so much more that needs to be done: 

• I pray that women like me who have dense breasts or
are at high risk of cancer have access to MRI’s, that
people who have late stage cancer don’t have to
continue working in order to keep their insurance and
that working moms will get the help they need.. 

• I want all women to have access to the breast cancer
screening, great health care and support of
organizations like CRAAB! and the Hope Club that I
received. Lisa Giruzzi, introduced me to CRAAB!  and
through CRAAB!, I’ve experienced healing  yoga with
Vicki Braunstein and NIA with Elizabeth Foster. I am
grateful to my  friends Jen Rusman, founder of the MS
Mentor, and Paula Jordan Pierro of Glenpeter Jewelers
Diamond Center for putting on a spectacular event to
benefit such CRAAB! programs.

• I hope someday there are many forums in which to talk
about tough stuff like our sexuality, self esteem, sex
during and after treatment, facing our mortality and
living life to the fullest.

At this point in my life, I want to be there for the next
woman who is diagnosed until we find the answers or cure(s).
I wear my pink paraphernalia so that women who are going
through treatment feel comfortable approaching me. Soon I
will be crossing out survivor on all my apparel and writing
“thriver.” Yet  I want to be real - this journey is hard, and I
know and give thanks for how blessed I’ve been during this
long, arduous journey. 

*  That year I also had an ovarian cancer scare when my
CA-125 levels elevated twice. I underwent a hysterectomy
and the pathology report showed I had had an early stage of
endometriosis. I won’t go into detail about the aftermath of
being left with little estrogen production. It’s been an
adjustment to say the least.

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!

Special Donations

Glennpeter Jewelers

Sentron Associates, Inc.

Bonnie Spanier and Stephen Brown

In Memory Of

Chrissy Lupe Aidala by Casey Diegel

Elizabeth Coats by Lillian James

Eileen Corry by Andrew 
and Sarah Keyes

Eileen Corry by Ronald 
and Madeline Keyes

Maureen Davenport by Cathy McEneny

Teresa and Antonio DeCianni 
by Anna DeCianni

Ersila and Enrico Deodati by Anna
DeCianni

Ann Egan by Maureen Luca

Anthony Giacona by Iliana Giacona

Jeanne and Scott Kennedy 
by Pat Mitchell

Irene Kindlon by Lorraine Wilson

Jean Marie Klevanosky 
by Lucy Klevanosky

Lori LaBarge by Lorraine Wilson

Jane Lamb by Brenda Ginardi

Malcolm McNaughton 
by Dawn Lambert

Malcolm McNaughton by Anne 
and Robert McCabe

Malcolm McNaughton 
by Elizabeth Michaud

Malcolm McNaughton by Marianne and
Joe Michaud

Malcolm McNaughton by the 
NYS Dept of Financial Services

Malcolm McNaughton by Nancy and
David Rogers

Margaret and Sandra by Susan Goin

Lucille Senecal by Karen Campbell

Lucille Senecal by Mary Natale

Alcyne Severson 
by Pat Severson-Wager

Olga Tolfa by Sandy Weckter

Elizabeth Troll by Lillian James

In Honor Of

All Breast Cancer Survivors 
by Beverly VanWagenen

All Women by Susan Goin

Bob Alley by Marjorie Alley

Krista Diegel Palumbo by Casey Diegel

Hope Dolan by Sue Van Hook

Stella Ku by Elvira Brankov

Margaret Roberts by 
Mr. and Mrs. Paul Griffin

Margaret Roberts by Bonnie Spanier
and Stephen Brown

Joan Sheehan by Nancy Guest

Joan Sheehan by Bonnie Spanier 
and Stephen Brown

Joan Sheehan by Joanne Vyce

Diana Sponable by Joanne Vyce

Virginia Wilson by Lorraine Wilson

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: 518-435-1055
Together we can make a difference to many!




