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About the Author

My name is Herb Wagner and at the age of 75, I am a 14-year breast cancer survivor. I am also
the founder and CEO of “A Man’s Pink”, the first survivor supported male breast cancer advocacy
organization in Canada and the United States. Our mission is to provide education and support
to other male breast cancer patients, survivors, caregivers and their loved ones. Our mission is
also to increase awareness, thereby helping both to increase the survival rates and to improve
the journey for men diagnosed with this disease. Our goal is to establish an “International Day
for Male Breast Cancer Awareness”.
The myths and stigma associated with male breast cancer have improved only marginally in the
last 15 years. Today, many men diagnosed with breast cancer are still very much concerned that
they are abnormal, have done something wrong and that they will die from what they believe,
v

as I did, to be a woman’s only disease. More often than not, male breast cancer patients are
treated with female breast cancer protocols in female environments; this may be difficult for a
male breast cancer patient’s well being.
By writing this book I hope to help bring male breast cancer awareness into the 21st century,
improve the journey and the survival rates for men diagnosed with this disease, extricate male
breast cancer from the depths of the sea of pink, and eliminate any inequality experienced by
men diagnosed with breast cancer.
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Foreword
We all realize that cancer is a horrific disease that does not discriminate. It has devastating effects
on all members of society and can dramatically affect one physically, financially, emotionally as
well as spiritually.
Although some of the scientific breast cancer information presented may be difficult to comprehend,
I have strived to put that information and my personal experiences in lay terms in order to
provide information that can be understood by everyone.
Breast cancer does not discriminate by gender. Globally, approximately 1% of all breast cancer
is diagnosed in men.
My fourteen years as a male breast cancer survivor has taught me that dealing with cancer has
both very traumatic side effects as well as empowering benefits. Although you may be taken
to death’s door, you may also learn the many positives of taking control of your cancer. Taking
control empowers you to overcome fear, relearn who you are, to live each day to the fullest and
to take ownership of your journey and destiny with cancer. As have I, many of the breast cancer
survivors I have met during my journey believe they have become much better, more empowered
individuals for having breast cancer. Although most of my experiences are related to breast
cancer, similar results may also be attributed to all forms of cancer.
Although we received a 501 (c)(3) charitable status in the United States in 2012, and received
financial donations from the “Pink Well Challenge”, it became very difficult to raise funds to
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increase male breast cancer awareness. I then decided to fund the additional expenses to increase
male breast cancer awareness. As time progressed, it became more and more difficult, especially
in the United States and in Canada, to obtain access to the major scientific conferences and

symposia; I therefore decided that a book written about my experiences and my journey with
breast cancer would have a more beneficial impact on increasing male breast cancer awareness,
preventing misdiagnosis and increasing survival rates for men diagnosed with breast cancer.

Take Home Message
It is extremely important that men, regardless of age, understand that breast cancer is a disease
that can also affect them and it is imperative that any physical change in one or both breasts
should be immediately brought to the attention of a physician. Do not ignore it – it may save
your life.
EARLY DETECTION SAVES LIVES!!!!!
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Dedication
This book is dedicated to my daughters, Natalie Wagner, Heidi Wagner, and my medical support
team doctors Blackburn, Flateau and Sennabaum for providing the support and the medical
expertise that has allowed me to be in remission for 14 years.
The very inspirational and motivational experiences offered by Cathy Reid from “Out of the
Shadow of Pink”, such as inviting us to join in promoting “Male Breast Cancer Awareness Week”
and producing our “Pink Well Challenge” video played a significant role in providing me with
the desire and fortitude to pursue these advocacy efforts. Thank you, Cathy.
A very special thank you to my daughters Natalie and Heidi, Ann Marie Comeau, Barbara
Francis, Joann Ranny, Peggie Sherry and Lisa Schroder as well as the breast cancer dragon
boat women and the body painting patients and survivors for the support and encouragement
they provided me to become a motivated and dedicated male breast cancer advocate.
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The Beginning – My Story
My name is Herbert Paul Wagner. I was born on August 23rd, 1943 at Saint Joseph’s Hospital
in London, Ontario, Canada. I was married in December 1971, divorced in 1981 and have two
daughters Natalie Wagner, born in April 1976, and Heidi Wagner, born in November 1977.

Education
I attended elementary school and high school in London, Ontario, Canada, graduating from
high school in May 1962. In September 1962, I continued my education at the Western Ontario
Institute of Technology in Windsor Ontario, majoring in Chemistry; I graduated as a Chemical
Technologist in May 1964.
In September 1966, my employer granted me a leave of absence to pursue a position as a Research
Associate in biophysics, at the State University of New York, Plattsburgh New York campus, to
continue my education towards a Bachelor’s Degree in Chemistry. I then graduated in May 1968
with a Bachelor’s Degree in Chemistry.
In 1992, I was accepted, on a part-time basis, as an industrial graduate student (to continue
working full-time while attending classes part-time) in the graduate Environmental Science
program at the University of Western Ontario, London, Ontario, Canada. In September 1993, I
enrolled in the master’s program full time and graduated in May of 1995 with a Master’s Degree
in Environmental Science - Chemistry.
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Employment History
I started my working career as a Chemical Technologist in the Research and Development
Department with the Uniroyal Rubber Company in Montreal, Quebec, Canada in June 1964.

In September 1964, I transferred to their Research Center in Guelph Ontario as a Chemical
Technologist involved in the Organic Synthesis of new products. After my leave of absence to
continue my education in September 1966, I returned to Uniroyal’s Research Center in Guelph
Ontario, Canada, in May 1968.

I resigned my position with Uniroyal at the end of December 1968. On January 3rd 1969, I left
Guelph Ontario, Canada and started on what was intended to be a one-year travel experience

with the woman whom I later married. It ended up being just short of three years. We traveled
and skied throughout Canada, the United States, Mexico and Europe, returning to Canada in
November of 1971. On 3 January 1972, I started my career with Labatt Breweries of Canada,
in the Research and Development Department in London, Ontario, Canada. During my 24-year

tenure with Labatt’s, I spent two years working as a Flavor Chemist and the majority of the
years as an Inorganic Analytical Chemist in the Analytical Services Group, involved in the
development of new methods for the analysis of trace inorganic contaminants in beverages and
drinking water.

After leaving Labatt’s in May 1993, I returned to University as a full-time graduate student
in September of 1993. In 1994 I started an Analytical and Environmental Consulting Service
while attending university full-time. In September 1995, I accepted a contract position as an
Inorganic Analytical Chemist with the Health Protection Branch, Food Research Directorate,
Bureau of Chemical Safety, with Health Canada in Ottawa, Ontario, Canada, once again involved
in methods development for the analysis of trace levels of inorganic contaminants in foods.

In June 1997, I accepted a position as an on-site Inorganic Analytical Chemist at the United
States Environmental Protection Agency’s (USEPA) Office of Ground Water and Drinking Water
Technical Support Center Laboratory in Cincinnati, Ohio. In November 2000, I semi-retired but
2

was retained on a full part-time basis to serve as the Task Lead to complete methods development
projects for the analysis of bromate, perchlorate and haloacetic acids in drinking water. I fully
retired in 2018.
Throughout my career I authored and/or co-authored 52 peer-reviewed scientific articles, in
the field of inorganic analytical analyses in beverages and in drinking water, including three
compliance monitoring methods for the USEPA which are still in current use. I presented my
works both nationally and internationally.

Medical History
Routine
I have had three total hip replacements (1998, 2004 and 2012), two total knee replacements (1999
and 2010), skin melanoma removed from my arm (2000), right shoulder rotator cuff surgery (2004)
and pacemakers implanted (2006, 2011, 2017 and a bi-ventricle pacer in 2018). In October 2013, I
was diagnosed with Atrial fibrillation and in January 2014, I underwent cardioversion which was
successful in restoring a normal sinus rhythm for 14 months. I underwent cardioversion again in
2017 and since the last pacer was implanted in February 2018, continued to be in normal sinus
rhythm until May 2019. I underwent successful cardioversion again in May 2019. In April 2019
I was informed that my left shoulder was bone on bone and would required total replacement

within the next 12 months. In 2000, I was diagnosed with non-diabetic neuropathy, which has
continually worsened over the years. The cause is unknown but it is speculated that it may, in
part, be attributed to all of my surgeries over the years.
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Male Breast Cancer Information
Occurrence
Although very rare, approximately 1% of all breast cancer globally is diagnosed in men (1). It is
estimated (2017/2019) that approximately 2670 men in the United States (2), 230 men in Canada
(3), 350 men in the United Kingdom of Great Britain and Northern Ireland (4) and 140 men in
Australia (5) are diagnosed annually with breast cancer.

Prognosis
Approximately 500 men in the United States (2), 60 men in Canada (3), 75 men in the United
Kingdom of Great Britain and Northern Ireland (4) and 28 men in Australia (5) will die from
breast cancer each year. When diagnosed with the same type and grade of tumor at the same
stage, the prognosis and treatment options for men are similar to that for women. Unfortunately
however, the overall prognosis for men is not as good as for women: more often than not, male

breast cancer is diagnosed at a later, more advanced stage. The survival rate for men diagnosed
with breast cancer is about 74% compared to about 83% for women (6). This is in part due to
the fact that many men are unaware that breast cancer is a disease that can affect them and
also because men, in general, are reluctant to seek medical advice, especially about a breast issue.
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My Breast Cancer
Diagnosis
On October 15th 2004, before heading south for the winter, I was in for my routine physical
examination with my family physician in Cincinnati, Ohio. I advised him of my concern with
the change in my right nipple that had appeared three weeks earlier. When I revealed my right
breast to him, he disregarded one of the primary signs of breast cancer – an inverted (retracted)
nipple – and advised me that I had nothing to worry about. At that time, I was unaware that
men could develop breast cancer and respected and trusted my physician’s diagnosis.
Approximately five months later, family and friends persuaded me to get a second opinion. I
made an appointment to see my new family physician in Florida, and within minutes of showing
Dr. Blackburn the inverted nipple, I was scheduled for a mammogram the following day, March
20th, 2005. He called me at home that evening to inform me that I had a lump in my right
breast and a biopsy was scheduled for the next day. On Monday, March 25th, 2005, I was told I
had male breast cancer (MBC) and advised to have surgery as soon as possible. Although men
are at risk at any age, the majority of MBC cases are diagnosed in men between the ages of 6070 years (7). I was 61 at the time of his diagnosis.

On the Lighter Side -1
When I went for my first mammogram, I was totally dumbfounded as to why this was required.
I was about to experience another one of life’s memorable moments. I was taken back into the
room, ask to take off my shirt, had a small metal pellet taped to my nipple and ask to wrap my
5

arms around this machine while my right breast was squashed in between these three by five
inch, cold plastic paddles, and then compressed. It most certainly was uncomfortable. The young
female lab technician kept apologizing for the fact that she was hurting me. I wish every man

could experience that feeling. I am sure if they did they would be far more understanding of what
women go through. She left the room and came back saying that they needed one more scan. This
time after again wrapping my arms around this metal monster, my right breast was squashed
within two-inch square paddles, and compressed. Once more the lab tech continued expressing
how sorry she was that she was hurting me. When it was over she continued to apologize and
asked me why it didn’t appear that I was in a lot of pain. I simply told her that while this last
squeeze was going on, and mind you it was quite uncomfortable, I told her that I was thinking
that if they did this for testicular cancer, now that would really hurt!!! She broke down laughing
and we still laugh every year about that at my annual mammogram.

My Surgical Treatment
Only years after the diagnosis and treatment, did I realize how fortunate I had been to have
such a great medical team: my family physician, Dr. Blackburn, my surgeon Dr. Flateau and
my oncologist Dr. Sennabaum. It was their expertise, their professionalism and their dedication
that led me down the path that I took, surviving a breast cancer diagnosis.
Dr. Flateau took almost an hour from his busy schedule to sit with me, learn who I was and
explained to me what was involved for a man receiving a breast cancer diagnosis. He understood
that I was an avid golfer playing five days a week and that I lead a very active lifestyle. He
explained that doing a full mastectomy surgery posed a potential of developing lymphedema,
which is a permanent, non-reversible swelling in the arm that can occur after breast surgery.
This would likely end my ability to play golf. He suggested that the best alternative would be to
do a sentinel node biopsy and a modified radical mastectomy, thereby minimizing the chances
of the development of lymphedema. If the lymph nodes were positive, that would be addressed at
a later date, he said. With his blessing, this was my choice of treatment.
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Nine days following the original mammogram, I underwent a sentinel lymph node biopsy and a
modified radical mastectomy with the removal of five lymph nodes. The tumor was later classified
as Invasive Ductal Carcinoma, Stage II-III, estrogen/progesterone receptor positive. The tumor
was 1.6 cm in greatest dimension and all five sentinel lymph nodes were clear of any cancer cells.
I remained in the hospital overnight and went home the following day to continue my recovery.
Because I lived alone and had very good health insurance, I was very fortunate to receive home
health care which facilitated the change of surgical dressings and to empty the drainage tubes.
That was quite an unexpected experience of having breast surgery. The nurses were fantastic
and the time seemed to pass quickly.

My Oncology Treatment
My journey into the unknown continued approximately two to three weeks later when I went
to meet my oncologist for the first time, post-surgery. Once again, this was one of life’s most
memorable moments. It was a shocking and terrifying moment when I first walked into the
Florida Cancer Specialists Center in Hudson, Florida and was exposed, for the first time, to
what maybe lying ahead for me.
It was very interesting when I first met Dr. Sennabaum. If I remember correctly, his first
comments were something to the effect that I was going to be his first male breast cancer patient,
and I believe he said, “I don’t know what the hell I am going to do with you. There is essentially no
information on how to treat men diagnosed with breast cancer”. That was not very encouraging.
He went on to state that if I were a 61-year-old, 230-pound postmenopausal woman, he would
know exactly what to do. He continued to explain more fully what he was thinking, based upon
female protocols, and discussed my options.
Because the tumor was estrogen receptor-positive and the lymph nodes were clear of any cancer
cells he stated that according to the standard treatment protocols for women, hormone therapy
should provide a five-year non-recurrence rate of 95% (the chance that the cancer would not
7

return in 5 years). If that were supplemented with adjuvant chemotherapy, it would likely
increase to 97% and by incorporating aggressive chemotherapy that number could be increased
to about 98%. Radiation therapy would not be required for estrogen receptor- positive tumors and
clear lymph nodes. He then went on to explain, in lay terms, that hormone therapy for women
included two possibilities. These possibilities included the use of tamoxifen for premenopausal
women and the use of an aromatase inhibitor such as Arimidex for postmenopausal women.
He also explained the differences in that tamoxifen has a chemical structure similar to that
of estrogen, which effectively blocks the uptake sites on the tumor and prevents estrogen from
being used by the cancer cells. On the other hand, aromatase inhibitors prevent the formation
of estrogen there by starving the tumor. It was then to determine if I would be treated as a pre
or postmenopausal woman. The advantages and disadvantages of both hormone therapies were
discussed with a major difference being that with tamoxifen in women they appeared to have a
higher potential for blood clot formation.
After mulling over all of the above, save the fact that aggressive chemotherapy and radiation
therapy were not really an option, and that adjuvant chemotherapy would only provide a 2%
increase in non-recurrence while posing very negative side effects, with Dr. Sennabaum’s
endorsement, I decided that I would be treated, as a postmenopausal woman, with Arimidex
for a period of 5 years. An article published in the British Journal of Cancer in January 2019
regarding blood clot formation in male breast cancer patients treated with tamoxifen added
credence that my decision in 2005 was a good choice. This will be discussed in more detail later
in the book (see Looking Back).

Expanded Oncology Treatments
A more in-depth explanation of hormone therapy was acquired as my journey progressed. Estrogen
receptor positive tumors require estrogen to grow. “In menopausal women the major source of
estrogen in the body is that produced from the breakdown of androgen in other locations of the
body” (8). Conversely, in men, 80% of estrogen is produced by utilization of the aromatase enzyme
8

and 20% directly in the testicles (9). When diagnosed early, estrogen receptor-positive tumors
are the easiest form of breast cancer to treat using first line endocrine therapies.
Endocrine therapies use anti-estrogen hormone drugs. Two classes of drugs are used for hormone
therapy and are given based upon the menopausal status and breast cancer diagnosis. Men are
more likely to be considered post- rather than “premenopausal”. “Tamoxifen blocks the effects
of estrogen in the breast tissue by sitting in the estrogen receptors in breast cancer cells. When
tamoxifen is in the estrogen receptor space there is no room for estrogen and it cannot attach to
the cell. If estrogen is not attached to a breast cell, the cell does not receive estrogen’s signal to
grow and multiply” (10). Tamoxifen has been proven to be effective but does have side effects and
drawbacks, including blood clot formation and strokes; also, it can cause other forms of cancer.
The other common effects include bone pain, nausea, mood swings, depression, headaches, hair
thinning, constipation, dry skin and loss of libido and impotence (11).
Arimidex and Ferma are both very similar aromatase inhibitors, and are used to treat breast
cancer in postmenopausal women. “Aromatase, an enzyme found in the liver, fat, muscle and
breast cancer cells, changes androgens into the hormone estrogen, which some breast cancer
tumors require for growth” (8).
In postmenopausal women, aromatase inhibitors work by blocking the aromatase enzyme,
thereby lowering the amount of potentially cancer-causing estrogen in the body (8). They are
approved for postmenopausal women but not approved or recommended for use for men with
estrogen receptor-positive breast cancer (8).
The most common side effects include hot flashes, joint symptoms including arthritis, weakness,
mood changes, pain, back pain, sore throat, nausea and vomiting, rash, osteoporosis, fractures,
swelling of arms and legs, insomnia and headache (12).
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It is well established that chemotherapy has extremely serious, devastating side effects (13).
Although not as severe, endocrine therapy is not without its serious side effects for both tamoxifen
and aromatase inhibitors listed above.
Almost 92% of all male breast cancer tumors are estrogen receptor-positive, invasive ductal
carinoma compared to about 75% for women (14). When detected early these types of tumors
are the easiest form of breast cancer to treat and are very generally responsive to endocrine
therapies such as tamoxifen and aromatase inhibitors. The almost 10% lower survival rate for
men diagnosed with breast cancer (6) is largely attributable to the lack of male breast cancer
awareness and early detection. Increasing male breast cancer awareness should thus help
dramatically increase survival rates.
After four and a half years on Arimidex, my oncologist suggested that it was becoming evident
that women were starting to see up to about a 2% increase in non-recurrence when continuing
hormone therapy for another five years. At that time the side effects of hormone therapy, especially
the joint pain were taking a toll on my body. Because of the side effects and expense of the drug,
I decided to stop therapy after five years. Today, I am over 14 years in remission. I continue
speaking whenever and wherever I can, as a way to increase male breast cancer awareness and
survival rates.
As time progressed it was suggested that aromatase inhibitors may not be as effective in men
as tamoxifen because 20% of male estrogen is produced in the testicles and unaffected with the
use of an aromatase inhibitor. This will be discussed at greater length later.

On the Lighter Side -2
Once I recovered in 2005, and in order to increase my level of physical activity, I started bike
riding almost every day. In the fall of 2009, a friend’s son and daughter-in-law we’re planning
to move to a community near where we both lived. He asked his father to store their bicycles
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for several months before they moved to Florida. His father suggested that I try using the men’s
racing bike to see how I liked it. Little did I know what lay ahead.
I used to go singing karaoke quite frequently and one night just before I was to get up and sing I
went to the bathroom. To my astonishment, I passed this bright red stream containing what I felt
at the time appeared to be “tadpoles”. To say the least I was in total shock. I immediately headed
home. It continued to a lesser degree overnight and I called my urologist for an appointment
the next morning. After going through a series of tests he felt it was nothing serious, that I
had broken a blood vessel in the prostate and that the “tadpoles” where actually blood clots. He
suggested the reason for this was most likely from riding the racing bike with a banana seat.
This was on a Friday. He told me to go home and rest and mentioned that since the office was
closed for the weekend, that if anything happened that I could not pass urine, I should go to the
emergency room immediately.
Sure enough, Saturday morning when I got up I experienced a blockage that could not be resolved.
I headed to the emergency room at Oak Hill Hospital, Brooksville, Florida. After checking in, I
provided them with all my healthcare information including that I was a breast cancer survivor
and on hormone therapy. When the emergency room physician came to see me, he started the
examination by asking me what brought me in to the emergency room. I said that I am sure he
had read my chart and noticed that I was a breast cancer survivor and on hormone therapy. He
acknowledged that he had, and mentioned how rare male breast cancer was, and asked how long I
had been a survivor. He continued asking what had brought me in to the emergency room. Being
as nonchalant as I could, I asked him if it was possible for a man on hormone therapy to develop
a menstrual cycle because I was exhibiting signs of bleeding. He literally broke up laughing and
began relaying my comments to everyone in the emergency room. It lightened up everybody’s day.
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Questions and Fears
The whirlwind of being alone (my daughters were living in Windsor, Ontario, Canada and
The Hague, the Netherlands and I was in Brooksville, Florida) and having a mammogram,
biopsy and breast cancer diagnosis in six days left my head spinning. Why would a man need a
mammogram?
To say the least, I was devastated. It was such an unexpected diagnosis. I had trouble absorbing
all the information even though I spent almost an hour alone with the surgeon discussing the
diagnosis and prognosis. I have an analytical personality and needed to know all I could about
the disease and treatment options. Dr. Flateau was truly amazing and he provided me with all
the answers he could to the questions that I fired at him. Early on during my Monday morning
session he indicated that the surgery should be done as soon as possible, suggesting the following
Thursday. Later during the session when I had decided that surgery would probably be the
treatment I chose, I asked him if I could postpone the surgery until the following Monday as I
had to play in our “Ryder Cup” golf tournament on that Thursday and Saturday. His take away
message was that a positive mental attitude was going to be of paramount importance in dealing
with this disease. He agreed that he would postpone surgery if I promised to remain positive
throughout my journey. A fact that I never forgot!
It really was a very traumatic, unreal experience for me. I was being told I had breast cancer
and I was concerned I was abnormal, had done something wrong and feared the worst; that I
was going to die from what I then considered to be a woman’s disease.
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Testimonials
As we journey through life, we have all experienced situations and met individuals who have
had a dramatic impact on who we have become. The support I received from my medical team,
my daughters Natalie and Heidi, Ann Marie Comeau and my many friends in Florida was
instrumental and getting me through the difficult times immediately following surgery.
I’m sure I would not be where I am today if it were not also for my dearest and best friend,
Barbara Francis from Fairfield, Ohio and Joann Ranny from Tampa, Florida. Although Barbara
passed in July of 2007, after a lengthy battle with ovarian cancer, it was the time I spent with
her after my surgery until her passing that was responsible for creating the compassionate,
supportive and caring individual I am today.
She truly was an amazing woman, who wholeheartedly believed that individuals can have a
positive impact on this world. Barbara was always giving back to others. She helped me realize
that I was in a great position to really help other men by speaking publicly about breast cancer
in men.
In order to increase early detection, survival rates, to prevent the miss-diagnosis of male breast
cancer and as a tribute to Barbara, in 2006, I took every opportunity I could to start to talk
about and increase male breast cancer awareness.
Following one of my talks at a local function in Tampa, Florida in 2007, I was contacted by
Joann Ranny and asked to participate in the “Seek and Speak Your Story” program offered at
the Moffitt Cancer Center in Tampa, Florida. The course was overseen by Joann, an amazing
13

cancer survivor, and was designed to help cancer survivors in the Tampa area develop their story
and find comfort discussing their personal experience with cancer. During this course, Joann and
the other cancer survivors supported me and helped me find the courage and strength to open up
and talk about male breast cancer. I sincerely appreciated their efforts and still do, to this day. I
would like to personally thank the Moffitt Cancer Center and especially Joann (who eventually
lost her battle with cancer in 2012) for the opportunity and help to develop the encouragement
to present my story. Along with my daughters, my friendships with Barbara and Joann were
instrumental experiences that provided me with the confidence and inspiration to reach out and
find new ways of increasing male breast cancer awareness. They are responsible for initiating
these efforts and for how these endeavors have progressed today. Many of the endeavors not
discussed here are listed in the appendix.
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My Most Important Mistake
The biggest mistake that I made during my journey was waiting almost two years after my
diagnosis to rid myself of the male macho stereotype that as a man, no matter what, I needed
to remain the provider and protector of my family. I had to also let go of the idea that men show
weakness if they accept help from others. At the time of my diagnosis, I was divorced and up
until then, I felt that as a father, I had made every effort to be a strong, independent role model
and to always protect and support my daughters. When I was diagnosed with breast cancer, I
found it very difficult to relinquish that role and to accept the care and support that was offered
from them and from my many friends in Florida. Only long after my surgery, and well into my
treatment, did I realize how grateful I was and how much I needed that very help and support to
fully recover, both mentally and physically. In fact, it took me almost four years to truly apologize
to everyone for making it so difficult for them to be my rock of support.
Men, if and when you are diagnosed with breast cancer, immediately forget the male macho
stereotype and completely accept the help and support that is offered to you. It is as important
for your family and friends to be able to offer help and support, as it is for them to see you
unconditionally accept their support. Your journey will become significantly smoother once you
accept their help and support.
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Efforts to Increase MBC Awareness
Breast Cancer Dragon Boat Paddling

9th Annual Tampa Bay International Dragon Boat Races April 28th, 2012.
Prior to the spring of 2008, I had no idea of what breast cancer dragon boat racing involved. One

of the most rewarding opportunities to increase male breast cancer was afforded to me in June
of 2008 while walking in the Survivor Lap for the “Relay for Life” in London, Ontario, Canada.
I met up with members of “Robust”, the breast cancer dragon boat team from London, Ontario
and was approached about joining their team. This was the beginning of acquiring many more
life’s memorable moments.
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Breast cancer dragon paddling is an excellent means of physical therapy as well as fantastic
support group for breast cancer individuals. Membership is only open to breast cancer patients
and survivors. I was very surprised and honored when I was asked to join this group. However,

“Robust” was a very competitive team requiring a commitment of several nights a week and
practice year round. Dragon boat paddling is an extremely strenuous sport placing significant
stress on the shoulders. Since I was a very avid golfer, had shoulder surgery previously and was
out of Canada for the winters, I could not commit to participating with such a competitive team
and putting my golf game at risk.
However, in July 2008 while once again walking in the “Relay for Life” event in Woodstock,
Ontario I was asked to walk the Survivor Lap along with some breast cancer survivors from the
area. During that walk it was mentioned that Woodstock had a breast cancer dragon boat team
called “Hooters” and I was asked if I would be interested in joining. They practiced once a week
and participated in local events with the goal of promoting breast cancer awareness. I thought
this would be more along the lines of what I might be interested in and therefore agreed to go to
one of their practices. I was hooked and joined the team later in July. After paddling in a couple
local breast cancer dragon boat festivals, shortly thereafter, I joined “Canadians Abreast”, the
Canadian National Breast Cancer Dragon Boat Team (15) and in June 2009, I joined “Kupsized”
the breast cancer dragon boat team in Stratford, Ontario, Canada. After I started paddling with
the breast cancer survivors, I realized that not only was this a fantastic way to increase male
breast cancer awareness, but the mental fortitude and attitude of these women would have a life
altering effect on me. All of these women were extremely positive about their disease and felt
that they had become better individuals as a result of having been diagnosed with breast cancer.
There was no room for negative attitudes. What an amazing, fantastic outlook on life. This belief
rubbed off on me and I became, as these women, a much better, well-adjusted individual.
One of the most memorable moments of being involved in breast cancer dragon boat paddling
came in 2010, when I was asked to speak at the opening ceremonies of the 4th International Breast
Cancer Dragon Boat Festival in Peterborough, Ontario, Canada. The event included 75 breast
cancer survivor dragon boat teams (almost 1900 women) from seven countries (Australia. Canada,
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England, Italy, New Zealand, South Africa and The United States), and was an unprecedented
success. For the first time in the history of the International Breast Cancer Dragon Boat Festival,
three male breast cancer survivors paddled in the Peterbourgh event: Casey Hoogeveen, a six

year survivor paddling with “Breasts Ahoy” from Saint John New Brunswick, Canada, Bob
Lawton, an eight year survivor paddling with “Dragons Abreast, Sydney” from Sydney, Australia
and Herb Wagner, a five year survivor paddling with “Canadians Abreast – Messengers of Hope”,
from Woodstock, Ontario and Brooksville, Florida – “three old rosters in the hen house” as
quoted by Casey Hoogeveen.
Darlene Prager, the founder of “Canadians Abreast” was responsible for obtaining permission
for me to speak at this event. I established many friendships with these women both nationally
and internationally. It would be impossible to name them all so I would like to thank all these
wonderful women who took me in to become part of their “breast cancer sisterhood”. It truly was
an amazing and life altering experience.

On the Lighter Side -3
As you can imagine, speed is of the essence in dragon boat racing and the weight of the boat affects
its speed. Like many of the breast cancer dragon boat teams, the main mission of “Canadians
Abreast” is to increase breast cancer awareness and provide a fantastic support system through
dragon boat paddling. This did not mean that these women were not competitive. At all the events
the teams had a tent or some form of changing room/secure storage area for their belongings. At
one of the events while I was putting something in the storage area, I noticed one of the women
struggling with her prosthesis. She commented that the damn thing was hurting and causing
problems so she reached in, took it out and placed it with her belongings. Jokingly I commented,
“Well, that’s one way we can decrease the weight of the boat”. She went out, gathered all the
other teammates together and said “we can win this next race if we lighten the boat by all of us
taking our prosthesis out and leaving them on shore”.
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Body Painting to Increase Awareness
In 2012, I was very fortunate to be able to experience another series of life-altering events when
I was once again welcomed into the “breast cancer sisterhood”; this time, by a different group of
breast cancer patients and survivors.
Peggie D. Sherry is the founder of “Faces of Courage”, a non-profit organization located in the
Tampa, Florida area that offers free camps and events for women and children with cancer and
blood illnesses. Tampa artist Lisa Scholder collaborated with Peggie and started painting breast
cancer survivors for “Bodies of Courage” as a part of an “Arts in Medicine” project. This project
allowed breast cancer survivors to see their body as beautiful regardless of the physical scars.
This endeavor promotes healing and peace between the body and mind after the ravages of breast
cancer. The resulting images provide inspiration to all that view them.
Moffitt Cancer Center sponsored an event to showcase the “Bodies of Courage” photos and
distributed 1,000 calendars of Lisa Scholder’s artwork. Many of the models were at the Moffitt
event standing next to their photos and sharing their breast cancer journey.
To have been chosen to be part of this phenomenal endeavor was truly an amazing life altering
experience. I had no idea of what to expect when I agreed to have my body painted by Lisa. Her
work is fantastic as shown in the pictures below and more pictures can be viewed at https://
bodiesofcourage.org/survivors-and-stories/.
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Karla

https://bodiesofcourage.org/survivors-and-stories/karla-breast-cancer/
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Herb

https://bodiesofcourage.org/survivors-and-stories/herb-male-breast-cancer/
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In mid-2018, Lisa completed her 50th canvas. Efforts are now underway to reformat and reprint
all 50 paintings in the same format so there will now be a 50-canvas world-class exhibition.
In 2005, I was literally terrified and traumatized by a breast cancer diagnosis. As time went
by and my journey continued, I realized how truly blessed I was because I crossed paths with
these phenomenal breast cancer dragon boat women and female patients and survivors who
participated in the unbelievable body painting experience. Along with my daughters, Ann Marie
Comeau, Barbara Francis, Joann Ranny, Peggie Sherry and Lisa Schroder and the “breast
cancer sisterhood” provided me with the inspiration, the support and the encouragement to
become a motivated and dedicated male breast cancer advocate. This would never have happened
had I not met these phenomenal individuals. Thank you.

Website Development
When I was diagnosed breast cancer in 2005, the Internet was only starting to be developed
and it contained very limited information about breast cancer in men. Once I started speaking
about breast cancer in men at local events (see Appendix), I realized that there needed to be
more information available and easily accessible for men. In 2008, I started working on the
development of such a website, the main objective of which was to provide the most accurate
information that was available at the time. However, because there was no information on male
breast cancer it appeared, then, that men were being treated using female protocols, which is
why information for women was included on this website. In 2006, my daughter, Heidi graduated
from the Pathologists’ Assistant program at Wayne State University in Detroit, Michigan; this,
together with her employment at MD Anderson Cancer Center in Houston, Texas and Roswell
Park Cancer Institute in Buffalo, New York provided access to authorities in all areas of breast
cancer treatment. I was fortunate to have had the website information “peer reviewed” by cancer
specialists to help ensure its accuracy.
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In July, 2009, the website www.malebreastcancer.ca was launched and redesigned and relaunched in October, 2016. From October, 2016 to March, 2019, the site had 75,000 visitors who
viewed 250,000 pages.
In 2009, “A Man’s Pink” was established as the first survivor supported male breast cancer
advocacy organization, which also supported the website. In August, 2011, “A Man’s Pink” was
incorporated as a nonprofit organization in Canada and in Florida, United States in January,
2012. In March 2012, “A Man’s Pink” received 501(c)(3) charitable status in the United States.
In 2014, the “Male Breast Cancer” Facebook page was established to further increase awareness
and to provide up-to-date information on male breast cancer (16).

“Male Breast Cancer Awareness Week”
As discussed, very little male breast cancer information was available on the Internet when I
was diagnosed in March, 2005. Later in 2005, “Out of the Shadow of Pink” (17) was founded, by
Joe and Cathy Reid after his diagnosis of stage IV breast cancer. Brandon and Connie Greening
founded the “Brandon Greening Foundation” in 2007, after his diagnosis of breast cancer at
the age of 34. Shortly thereafter these two male breast cancer patients from Maryland became
acquainted and collaboratively shared their stories and relevant information, which became the
first patient supported information about male breast cancer on the Internet. Later in 2007, Joe
Reid and Brandon Greening joined forces and along with their wives, established a proclamation
to declare the third week of October as “Male Breast Cancer Awareness Week” in Maryland (18).
Regretfully, in September 2008, Joe lost his battle with breast cancer at the age of 44; Brandon
succumbed to his battle with breast cancer in 2011, at the age of 38.
In October, 2009, I was contacted by Cathy Reid from “Out of the Shadow of Pink”. She asked if
I would be interested in joining forces to help promote the third week of October as “Male Breast
Cancer Awareness Week” in Florida. It was an opportunity in which I wanted to participate
wholeheartedly.
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Initial Resolutions
Following my presentation regarding the male breast cancer proclamation to the Hernando
County (Florida) Legislative Delegation in September, 2010, we received support from the
Hernando County Commissioner to establish October 17th-23rd, 2010 as “Male Breast Cancer
Awareness Week” in Hernando County, Florida (19).
In response to a request from Chris Koniers, on October 5th, 2010 Pennsylvania House of
Representative, Thomas Murt introduced House Resolution HR985 to establish the third week
of October, as “Male Breast Cancer Awareness Week” in the State of Pennsylvania (19).
I worked closely with Florida House of Representative, Robert Schenck and on April 21st, 2011,
he introduced House Resolution HR9105 to establish October 17th to 23rd, 2011 as “Male Breast
Cancer Awareness Week” in the State of Florida (19).
On October 17th, 2011, Pennsylvania House of Representatives Thomas Murt introduced House
Resolution HR 379 to establish the third week of October as “Male Breast Cancer Awareness
Week” in the state of Pennsylvania (19).
In 2010, I was working with Congresswoman Ginny-Brown Waite – Florida 5th Congressional
District. She was preparing a similar resolution to present to the United States House of
Representatives (Federal) in their 2011 session. Unfortunately, she had to resign her seat because
of health issues before the start of the 2011 session.
When her replacement Congressman Richard Nugent – Florida 5th Congressional District tried
to follow up with the resolution for the 2011 session, he reported that it had been established
and that this type of resolution could no longer be presented in the United States House of
Representatives, In turn, it was referred to the State level. On October 25th, 2011, he presented
a one minute General Speech about male breast cancer and “A Man’s Pink” on the floor of the
United States House of Representatives (19).
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In October, 2017, Breast Cancer Network Australia recognized the experiences of men diagnosed
with breast cancer as they launched Australia’s first “Male Breast Cancer Awareness Day”. (19).
Since 2007, these global efforts to establish the third week of October as “Male Breast Cancer
Awareness Week” have faced numerous challenges and obstacles and as a result, have only been
moderately successful.
When the resolutions to introduce the third week of October as “Male Breast Cancer Awareness
Week” had to be initiated state-by-state, it was for a one-year term, and had to be renewed every
year. One major difficulty encountered was that they were relatively successful during the month
of October, especially during the third week and occasionally highlighted on television in some
areas. However, once the first of November rolled around, male breast cancer was again lost in
the sea of pink. Since a lot of effort was required to achieve a minimum result, our efforts were
re-directed elsewhere.
Over the years as new male breast cancer advocacy organizations have come online a couple of
them have continued to promote the third week of October as “Male Breast Cancer Awareness
Week”. Unfortunately however, the work of Joe and Brandon and their wives never seems to be
recognized.

MBC Poem and Songs
On October, 17th, 2011 The Lester and Sue Smith Foundation announced 30 finalists in the
“Pink Well Challenge”, a fundraising effort offering one million USD in matching grants to
organizations engaged in breast cancer research, prevention, treatment and patient support
throughout the United States. Dreamed up by Texas oilman, philanthropist and two-time cancer
survivor Lester H. Smith, the “Pink Well Challenge” was symbolized by an active pump jack
(oil well) in the heart of West Texas painted bright pink. Mr. Smith says it represents how he is
using proceeds from his energy industry successes to “pay it forward” in supporting breast cancer
research and patient care. “A Man’s Pink” was chosen as one of the finalists.
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All finalists were required to produce a video which was hosted on the “Pink Well Challenge”
website from January 16th to May 15th 2012. “A Man’s Pink” video included a brief description of
our mission along with a cross-section of 19 men diagnosed with breast cancer from the United

States, Canada, Australia and England accompanied, in the background, by portions of two male
breast cancer songs, “That’s Why We’ve Added the Blue” (Herb Wagner) and “In Pink There is a
Shade of Blue” (Murray Pollard and Catherine Mitchell) that were written and recorded for the
video. The video and full versions of the songs are available at “Video: A Man’s Pink Video for
the Pink Well Challenge”. http://malebreastcancer.ca/category/media/
On November 11th, 2011 the following poem was written to be part of “A Man’s Pink” video we
produced for the “Pink Well Challenge”.
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That’s Why We’ve Added the Blue
We’ve added some blue to the sea of pink
To ensure that all men will pause and think
Breast cancer’s a disease that affects men too
And that’s why we’ve added the blue
Breast cancer awareness and breast self exam
Are not just for a woman but also for a man
A Man’s Pink teaches us to pause and think
And that’s why we’ve added the blue
To increase survivor rates we’re striving to proclaim
The third week of October as awareness week for men
Increasing awareness allows us to survive
And that’s why we’ve added the blue
We’ve added some blue to the sea of pink
To ensure that all men will pause and think
Breast cancer’s a disease that affects men too
And that’s why we’ve added the blue
Herb Wagner – ”A Man’s Pink”
November 11, 2011
http://malebreastcancer.ca/songs-written-for-mbc-video/
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Changing Strategies
In May, 2014, I was contacted by internationally renowned, Australian breast cancer oncologist
and author John Boyages, to review his book entitled “Male Breast Cancer - Taking Control”,
which was published in March, 2015. Since that time, we have worked closely to find ways to
promote awareness for patients to increase early detection and therefore increase survival rates
globally.
I met John in person for the first time in San Francisco, California in October, 2015. We
discussed if and how it might be possible to focus more attention on male breast cancer by the
medical community. We came up with the idea that if we could collaboratively provide a global
vehicle for all those directly involved, including clinicians from all areas, patience, survivors and
advocacy organizations, we could expand our mission to have actual male breast cancer sessions
included in breast cancer and oncology conferences and symposia, globally.
These advocacy efforts to promote awareness globally include:
• presenting a poster of the 10th European Breast Cancer Conference in Amsterdam, the
Netherlands, in March, 2016
• an oral presentation at the Second World Congress on Breast Cancer in Phoenix, Arizona,
in September, 2016 http://malebreastcancer.ca/event/understanding-and-eliminating-thestigmatism-and-myths-associated-with-male-breast-cancer/?event date=2016-09-19
• the first inclusion of a 90 minute male breast cancer session in the Clinical Oncology
Society of Australia Conference in Gold Coast, Australia in November, 2016 http://
malebreastcancer.ca/event/clinical-oncology-society-of-australia/?event date=2016-11-16.
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• The actual full 90 minute session is available to view (click on download) http://
malebreastcancer.ca/event/clinical-oncology-society-of-australia-mbc-sessionvideos/?event date=2018-01-02.

• attending a week-long breast cancer advocacy program sponsored by the Alamo Breast Cancer
Foundation in San Antonio, Texas, in December, 2016 http://malebreastcancer.ca/event/
san-antonio-breast-cancer-symposium-patient-advocacy-program/?event date=201612-05.
• a poster presentation at the San Antonio Breast Cancer Symposium in
San Antonio, Texas, in December 2016 http://malebreastcancer.ca/event/
san-antonio-breast-cancer-symposium-herbert-wagner-ceo/?event date=2016-12-09.
• and a one-hour lecture on male breast cancer at the American Association of Pathologists’
Assistants Conference in San Antonio, Texas, in December 2017 http://malebreastcancer.
ca/event/american-association-of-pathologists-assistants/?event date=2017-09-27.

On the Lighter Side -4
As I stated previously, one of the male breast cancer dragon boat paddlers I met at the 4th
International Breast Cancer Dragon Boat Festival in Peterborough, Ontario, in 2010, was Bob
Lawton. We have remained friends since that time and I visited with Bob and his wife while I
was in Australia in 2016. What was very interesting is that in 2014, when I was contacted by Dr.
John Boyages regarding his book, we started talking via email about breast cancer and men, I
realized that he was in Sydney, Australia and I mentioned that in 2010, I had met Bob Lawton,
an Australian breast cancer survivor (diagnosed in 2002) paddling with “Dragons Abreast Sydney”. John’s response was that Bob was one of his first patients. I realized then just how
small the world really is.
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Progression Since 2005
Since 2005, men have been making headway in increasing awareness, early detection is increasing
and the survival rates for men are starting to improve. We must continue to promote awareness
in order to reach more and more men as well as medical communities, globally. Eventually, we
will achieve survival rates similar to those for women diagnosed with breast cancer.
While we continue to offer treatments for men based on female breast cancer protocols, recent
studies are now suggesting that differences between male and female breast cancer are becoming
evident. For example, recent BRCA1/2 mutation studies by professor Sharlene Hesse-Biber of
Boston College, Boston, Massachusetts “indicate that men who are positive for BRCA are more
likely to get tested to learn about their family’s risk rather than their personal health. They are
less likely to perceive a positive BRCA test result as a direct threat to their personal health and
are less likely to undergo medical procedures to reduce their risk” (20).
The primary goal of the 2013 Male Breast Cancer International Program, which is part of
a global network of researchers that includes investigators from all the major breast cancer
consortia in Europe and North America, was to analyze the largest series of male breast cancer
cases ever studied, including 1822 men treated between 1990 and 2010. Results published in
2014 show new insight into the clinical and biologic characteristic differences of breast cancer in
men as compared to those previously reported for breast cancer in women (14).
The results also indicate that “men diagnosed with breast cancer are not well-managed in the
clinic. For example, even though most male breast cancers are estrogen receptor-positive, only
77% of patients received endocrine therapy such as tamoxifen or an aromatase inhibitor” (14).
There is on-going debate as to whether aromatase inhibitors used in women are as beneficial in
men. This will be discussed later in the book. It has also been reported “that although 56% of
male breast cancers are diagnosed when the tumors are very small, only 4% of those patients had
breast conserving surgery; most had a mastectomy, which significantly impacted their quality
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of life. In this study 92% of the tumors were positive for the estrogen receptor” (14). The goals of
studies like this are to provide better treatment options for men.
Increasing awareness is starting to provide opportunities for men to identify and overcome the
difficulties male patients encounter in terms of lack of support and being treated with female
protocols, in a female clinical environment. By increasing knowledge, we can eliminate the
stigma and myths and provide men with a more comfortable setting in which to endure their
treatment and recovery. For example, “until the mid 1980’s, men diagnosed with estrogen
receptor positive tumors that had metastasized or were inoperable had their testicles removed in
order to prevent further growth of the tumor” (20% of male estrogen is produced in the testicles)
(21). The introduction of endocrine therapies has since eliminated this treatment option.
Since 2009, we have gained momentum, increasing awareness and survival rates. Male breast
cancer advocacy organizations now need to push the medical and pharmaceutical communities
to include more men in breast cancer clinical trials, globally.
In recent years, the number of survivors and patients willing to talk about their disease and
journey has risen dramatically. The number of websites and personal information related to male
breast cancer on the Internet has also increased significantly.

Lack of Support
It has become apparent over the years that profitability and fundraising have taken precedence
over patient care and support for both men and women diagnosed with breast cancer. Today
many countries have no single unifying organization for male breast cancer. Regrettably as well,
there is still very little financial support from the major players, as a result of which male breast
cancer remains obscured in the sea of pink in most countries.

Australia Leads the Way
In Australia, patient care and support for male breast cancer remains of paramount importance.
Australia is the only country where the national breast cancer organization, “Breast Cancer
Network Australia”, works closely with the Australian scientific and medical community and also
allocate part of their annual budget to promote male breast cancer awareness for men diagnosed
with this disease.
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Expanding MBC Information
Aromatase Inhibitors in Men and Women
Recent research suggests that aromatase inhibitors are less effective in men (9). A 2012 study
highlighted “that the past decade of improvement in disease-free survival rates in female breast
cancer using an aromatase inhibitor makes them an attractive option for treatment of male breast
cancer. Although there are only isolated reports for aromatase inhibitor therapy in male breast
cancer, it is predominantly used in metastatic and advanced male breast cancer cases. The low
incidence of male breast cancer is a major hurdle for conducting randomized trials” (9).
It has also been reported that “the overall survival for male breast cancer patients was significantly
better after adjuvant treatment with tamoxifen compared to an aromatase inhibitor alone.
Tamoxifen should thus perhaps be considered as the treatment of choice for estrogen receptor
positive breast cancer in men. In this study, the generation of tamoxifen adjuvant therapy was
limited to one or two years. It also suggested that the use of adjuvant tamoxifen therapy in male
breast cancer should be investigated further” (9).
Several studies have compared tamoxifen with aromatase Inhibitors to see which type of
medication was more effective in treating early-stage hormone receptor-positive breast cancer in
postmenopausal women. Based upon 2016 data from the American Cancer Society, most doctors
follow these recommendations: “An aromatase inhibitor is the best type of hormone therapy
to start with for postmenopausal women when treating early-stage hormone receptor-positive
breast cancer; aromatase inhibitors have more benefits and less serious side effects compared
to tamoxifen; switching to an aromatase inhibitor after taking tamoxifen for two to three years
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offers more benefits than five years of tamoxifen; taking an aromatase inhibitor for five years
after taking tamoxifen for five years continues to reduce the risk of the cancer coming back
compared to no treatment after tamoxifen” (10).
In his book “Male Breast Cancer- Taking Control” professor John Boyages highlights a 1986
study that suggests estrogen produced by the testicles continues to stimulate estrogen positive
breast cancer cells; that treating men with an aromatase inhibitor has the potential to increase
estrogen production in the testicles; and using a luteinizing hormone-releasing drug can reduce
the reduction of pituitary hormones, and thereby reduce estrogen and testosterone levels (21).
Goserllin or Zoladex is a luteinizing hormone-releasing drug that is similar to a hormone found
in the body that lowers the amount of sex hormones that the body produces. Men will have lower
testosterone levels and women will have lower estrogen levels while taking this medication. In
men, this medicine is used to treat prostate cancer (22). However, it exhibits many of the same
negative side effects of tamoxifen but, which may be less severe in combination with an aromatase
inhibitor. These negative side effects include hot flashes, dizziness, headache, increase sweating,
decrease sexual interest or ability, trouble sleeping, nausea, hair loss, mental mood changes such
as depression, mood swings and hallucinations (22).
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A Survivor’s Perspective
The following is a survivor’s perspective on the treatment of early-stage non-metastatic, estrogen
receptor-positive male breast cancer. It is definitely not a recommendation and or endorsement
for any treatment protocols. It is a description of how I chose to have my very rare stage II-III
invasive ductal carcinoma treated, the outcome and what I have learned throughout my journey.
A nagging question since 2005 has always been, why did I develop breast cancer? I have been able
to reconcile this with the fact that I was meant to serve a role as a male breast cancer advocate
for increasing awareness to help other men with this disease. However, over the years I have
also struggled with a degree of “Survivor’s Guilt” as to why my journey was so relatively easy
compared to many other men who had to endure the horrors of chemo and/or radiation therapy,
as well as many who lost their battle to this horrific disease.
I realize that the extensive support I received and my acceptance into the “breast cancer
sisterhood” contributed significantly to making my journey relatively easy. Although I felt that I
was very fortunate, I still wondered if I really was a breast cancer survivor because my treatment
was so much easier in comparison to that of others. Given my academic and professional scientific
background, I continued to wonder if perhaps there was a more scientifically sound explanation
as to why I was so fortunate. Over the years, I came to realize perhaps there is an alternate
explanation for my good fortune: that other male breast cancer patients may be able to benefit
from what I have learned.
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As stated previously, approximately 1% of all breast cancer globally is diagnosed in men. More
often than not, male breast cancer is diagnosed at a later more advanced age yielding a five -year
survival rate for men of approximately 74% compared to 83% for women.
A 2018 survey indicated that globally, over 2 million new cases of breast cancer are diagnosed
annually (23). If we assume 1% are men, then 20,000 men are diagnosed annually with breast
cancer; assuming 92% are estrogen receptor positive, then 18,400 men globally will be diagnosed
with estrogen receptor-positive breast cancer every year. Approximately 4,420 men from around
the world will lose their battle with breast cancer year after year.
Estrogen receptor-positive tumors require estrogen to grow. In postmenopausal women, the major
source of estrogen in the body is produced from the breakdown of androgens in other locations in
the body (8). Conversely, in men, 80% of the estrogen is produced by utilization of the aromatase
enzyme and 20% is produced directly in the testicles (9). When treated early, estrogen receptorpositive tumors are the easiest form of breast cancer to treat using first line endocrine therapies.
After careful consideration of the data that was available in 2005, I chose to be treated using
hormone therapy on the aromatase inhibitor Arimidex for five years, without chemo- or radiation
therapy. This proved very successful for me in that I am currently 14 years in remission (March
2019).
However, since that time, debate has surfaced as to whether aromatase inhibitors are as effective
in men because the 20% of estrogen produced in the testicles would not be impacted by an
aromatase inhibitor, whereas it would be rendered ineffective by tamoxifen.
A strong or non-compromised immune system keeps cancer stem cells in check. “The immune
system is what ultimately heals cancer and allows the patient to remain in remission. It is not
surgery, radiation therapy or chemotherapy; rather, it is the immune system” (24). On the other
hand, a suppressed or compromised immune system may promote cancer cell growth.
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I am well aware of the side effects of hormone therapy after being on Arimidex for five years.
However, I firmly believe that during my five-year treatment, my immune system was never
compromised and remained strong and healthy, which has been very instrumental in my being
in remission for so long.

As men age, their hormone levels usually decrease (25). If my estrogen level was low at the
time of diagnosis and treatment, did this play a significant role in my relatively easy, successful
treatment with the aromatase inhibitor Arimidex, without chemo- or radiation therapy? Will the
estrogen level in men at the time of diagnosis and treatment play a significant role in the future
in defining the treatment options for early-stage, non-metastatic estrogen receptor-positive breast
cancer in men?
When a man is diagnosed with breast cancer, it is extremely important to learn all he can about
breast cancer in men so that when he meets with his clinicians, he is able to knowledgeably
discuss with them, what the diagnosis means and the treatment options that are available. When
a patient demonstrates an interest in being part of the conversation regarding his treatment, his
medical team may then be very motivated to obtain a positive outcome.
I was very fortunate in that I had an excellent oncologist that took the time to discuss with me,
the diagnosis and treatment options, and allowed me to participate in the discussion around the
treatment plan.
It is well-known that the side effects of chemotherapy are devastating (13). In terms of endocrine
therapies, the negative side effects of tamoxifen are well established, as is the fact that aromatase
therapies such as Arimidex and Femara also have negative side effects (listed above). The
negative side effects of Gosezrlin (Zoladex) have also been listed above.

What My Journey Taught Me
In March 2005, I embarked upon a major journey, which, while very scary at times, was also
extremely rewarding at other times and has positively impacted the remainder of my life.
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Although my relatively easy experiences, compared too many other men and women with breast
cancer may not fit in with today’s treatment protocols, I strongly feel required to highlight the
choices that I made and the resulting positive outcome which may or may not be acceptable
alternatives for other male breast cancer patients. My choices were not without serious physical
and mental side effects that became major hurdles that had to be overcome.

When a man is diagnosed with breast cancer, especially early-stage non-metastatic, estrogen
receptor-positive breast cancer, he needs to become aware of the fact that he is about to embark
on possibly the most traumatic journey of his life. He must realize that he is not alone, is not
abnormal and has done nothing wrong. Almost 75% of men survive their diagnosis and lead
normal productive lives (6). After the shock of the diagnosis, give yourself the time needed to
feel sorry for yourself, after which you should then:
• Get rid of the fear and apprehension and start the road to recovery with a positive attitude
• Realize you are not abnormal and have done nothing wrong - men do get breast caner
• Eliminate the male macho stereotype that you are everyone’s sole provider and can
survive this alone
• Learn to accept support and help from others, including from any male breast cancer
support groups
• Learn all you can about breast cancer in men
• Find clinicians you are comfortable with and seek second opinions whenever possible
• Discuss your options with your clinicians and with their guidance, make the decisions
with which you are comfortable that will affect the rest of your life
• Find a support group such as breast cancer dragon boat paddling

Looking Back
As discussed above, the choices I made in 2005 were based on the information that was available
at the time. At that time, I chose treatment with an aromatase inhibitor and avoided tamoxifen
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because of the increased potential blood clot formation in postmenopausal women treated with
tamoxifen.
In female breast cancer patients, thromboembolism or blood clot formation is a serious adverse
side effect of being treated with tamoxifen. Male breast cancer patients with estrogen receptorpositive tumors are also treated with tamoxifen. However, the risks for men treated with
tamoxifen had not been thoroughly investigated; that is, until a recent clinical study published
in January, 2019, in the British Journal of Cancer “that examined the risk of blood clot formation
in male breast cancer patients treated with tamoxifen. The results indicated that male breast
cancer patients treated with tamoxifen had a markedly increased risk of blood clot formation in
the first 18 months of treatment. The study recommends that this information should be taken
into consideration when making treatment decisions” (26).
More information has become available over the years, including the potential carcinogenicity of
tamoxifen. Aromatase inhibitors in men are projected to be less effective because 20% of male
estrogen is produced in the testicles (9).
As I mentioned previously, the present work is definitely not a recommendation and/or an
endorsement of any treatment protocols; rather, it is a summary of the knowledge that I have
gained throughout my journey with breast cancer, and my perspective on my treatment and
outcome. Although some of the scientific breast cancer information presented may be difficult to
comprehend, I have strived to put that information and my personal experiences in lay terms in
order to provide information that can be understood by everyone.

My purposes for writing this book include:
1. Providing information and support for other male breast cancer patients, survivors,
caregivers and their loved ones to make their journey as smooth and successful as possible
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2. I feel that it is now time for the scientific and medical communities, and the pharmaceutical
industries to start to include more men in breast cancer clinical trials and provide more
support for male breast cancer awareness, in order to increase their survival rates
3. Although the incidence rate is very low, it is now time that in-depth clinical studies
comparing aromatase inhibitors with tamoxifen are carried out to determine which is
the best treatment option for men diagnosed with early-stage non metastatic estrogen
receptor-positive, as such studies have been carried out for women similarly diagnosed
4. Suggesting that clinical studies should be initiated to determine if the use of an aromatase
inhibitor, in combination with a luteinizing hormone such as Zoladex, would provide as
effective treatment as tamoxifen alone, without exposing male patients to the potential
carcinogenic and blood clot formation risks associated with tamoxifen for men diagnosed
with early stage, non-metastatic estrogen receptor positive breast cancer
5. Noting the apparent ease to monitor the estrogen level in men at the time of diagnosis.
It would then be a formality to determine, in combination with number three above, if
the estrogen level in men at the time of diagnosis and treatment will play a significant
role in the future, and will define treatment options for early-stage metastatic estrogen
receptor-positive breast cancer in men
We deserve the most up-to-date and best treatment possible.
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FUTURE STRATEGIES
On May 11th, 2019 I received an email from Henk Van daele, a 20-year male breast cancer
survivor from Antwerp, Belgium. Due to the difficult experiences he has encountered, like
many men diagnosed with this disease, his life’s goal has become to increase male breast cancer
awareness and thereby improve the journey and treatment for men diagnosed with breast cancer.
His actual story follows as he wrote it.

Breast cancer changed my life in 1999
Breast cancer changed my life in November, 1999. We were still in bed on a rainy morning
when all of a sudden my wife asked “What is this?” We knew breast cancer was possible in male
patients. However, why should I, a 69-year-old retired university professor trying to live as
healthy as possible, be a victim of this deadly disease? Anyhow, we both panicked immediately.
I phoned our family doctor. The fear expressed by my voice must have convinced him and less
than an hour later, he arrived. He did an extensive clinical examination and concluded that a
more thorough examination would be necessary. He phoned a nearby hospital and demanded I
receive a mammogram and an ultrasound the next day. He then phoned a colleague whom he
believed was the best breast cancer specialist in town. This breast doctor was willing to see me
the following Monday morning.
Suddenly my life changed. A man having a mammogram is a rather unusual experience. As well
a man sitting in a waiting room of a hospital together with half a dozen nervous and anxious
women is a very unpleasant situation for everyone. It became even worse when a nurse appeared
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in the doorway and called for “misses Van daele” and I had to stand up. At this time, I realized
that I had become part of a “women’s world”. This was all very annoying. Like many other
patients, I felt it difficult to accept the diagnosis. However, a 12-millimeter tumor was growing
in my chest. Surgery was followed by five weeks of radiation therapy. Subsequently five years of
tamoxifen and three years of letrozole became part of my daily life.

I confess at the time of the diagnosis, I knew almost nothing about the oncology aspects of male
breast cancer. I started exploring books, journals, and websites. However, there was very little
information about male breast cancer in 1999. In 2002, I published a book (Borstkanker met
puntjes, ISBN 90 5240 684 7) that tells the story of a male breast cancer patient’s fears, hopes,
illusions and points of criticism concerning the diagnosis and the treatment of a male breast
cancer patient.
Publishing my book was a breakthrough. Together with André Pauwels, another male survivor,
we were accepted in a women’s patients group; a rather exceptional privilege and experience. The
two of us had the occasion to visit male breast cancer patients in hospital or at their home, and
tell our personal story in schools, patients’ groups and service clubs.
In 2018, a men only patients’ group was organized as a Belgian not for profit organization. In
order to stress the identity of our club we called it “BorstkankerMAN” (www.borstkankerman.
be). According to the statutes we want to help newly treated male breast cancer patients, raise
awareness of male breast cancer among the general public, and defend the interests of all male
patients. We are rather a small group but we are convinced we have a role to play. One of our
aims for this year is to organize a “Male breast cancer patient’s day” on the 7th of October in
order to raise awareness.

Henk Van daele, Chairman BorstkankerMAN (Belgium)”
In his email he invited me to join with them and provide whatever support I could offer to this
initiative of establishing October 7 as the “Day of the male breast cancer patient” in Belgium.
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He also suggested that it would be fantastic if, with my help, October 7 would become known
internationally as “the World Day of the male breast cancer patient”
In responding to his email, I shared with him that I believe this is absolutely fantastic and I
would be more than happy to participate in trying this make this possible in any way that I can.
I also stated that we must consider how this can become a world/international day. This will
become our new strategy for the future.
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MBC Information Summary
Between 2005 and 2008 two young male breast cancer survivors from Maryland, started to post
information about male breast cancer on the Internet. Joe Reed and Brandon Greening initiated
their advocacy efforts and are responsible for how far it has progressed, and where it is today. It is
now time that the scientific and medical communities, the major breast cancer organizations and
the pharmaceutical industry promote male breast cancer awareness and support. By following
the lead from Australia and actively financially promoting male breast cancer awareness and
support, as was done globally for female breast cancer in the 1980s, male breast cancer awareness
can be brought into the 21st century. The journey for men could be improved, survival rates may
dramatically be increased, male breast cancer extricated from the depths of the sea of pink and
the inequality experienced by men diagnosed with breast cancer, eliminated, as I wholeheartedly
hope.
If, after reading this book, you have any questions, I am always available through the contact
page on our website, www.malebreastcancer.ca.
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APPENDIX
February 2007
• Recorded a television documentary with NBC Channel 8 in Tampa, Florida that also
aired elsewhere in the United States and in Canada http://malebreastcancer.ca/media/
nbc-documentary-on-nbc-in-tampa-florida/.
• Completed a newspaper interview and article that appeared in Tampa Tribune Florida.
Unfortunately all photos and copies of articles were lost when the website was re-designed.

September 2007
• Worked with Moffitt Cancer Center in 2007 to develop my story about having breast
cancer (“Seek and Speak My Story”).

October 2007
• Spoke at and walked the survivor lap at “Making Strides Against Breast Cancer”
fundraiser in St Petersburg, Florida.

April 2008
• Walked the “Relay for Life Survivor Lap” in Spring Hill, Florida and in Brooksville,
Florida.
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June 2008
• Walked the “Relay for Life Survivor Lap” in Woodstock, Ontario and in London, Ontario,
Canada.

July 2008
• Joined “Woodstock Hooters”, the Woodstock, Ontario, Canada Breast Cancer Dragon
Boat Team.
• Recorded a television documentary that aired on CTV Channel 9 in Toronto, Ontario, Canada
http://malebreastcancer.ca/media/mbc-documentary-on-ctv-in-toronto-ontario-canada/.
• Posted my story and interview on the Internet.

August 2008
• Recorded a television documentary that aired on CFPL Channel 10 in London, Ontario,
Canada.
• Completed a newspaper interview and article that appeared in London Free Press,
London, Ontario, Canada.
• Recorded a radio interview with 98.9 FM in Simcoe, Ontario, Canada that aired during
a fund raiser to purchase a new digital mammography unit for the local hospital.
• Paddled with “Woodstock Hooters” at Woodstock, Ontario, Canada Dragon Boat Festival.
• Joined “CANADIANS ABREAST”, the Canadian National Breast Cancer Dragon Boat
Team.

September 2008
• Completed photo shoot for a 2009 breast cancer calendar as a fundraising function in
New Port Richey, Florida.
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October 2008
• Spoke and walked the survivor lap at “Making Strides Against Breast Cancer” fundraiser
in Lutz, Florida.
• Spoke at a fundraiser function at Glenn Lakes and in Hudson, Florida for the “3-Day
Susan Komen Walk” in Tampa, Florida.

November 2008
• Fashion show model and spoke at a fundraiser for “Making Strides Against Breast
Cancer” in Tampa, Florida.
May 2009
• Posted my story on Roswell Park Cancer Institute’s New Era New Hope, Stories of Hope
webpage.
• Completed photo shoot for a 2010 breast cancer calendar as a fund- raising function in
New Port Richey, Florida.
• Walked the “Relay for Life Survivor Lap” in Spring Hill, Florida.
June 2009
• Paddled with “Canadians Abreast” at the Peterbourgh, Ontario, Canada Dragon Boat
Festival.
• Walked the “Relay for Life Survivor Lap” in Woodstock Ontario, Canada.
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August 2009
• Launched website www.malebreastcancer.ca.
• Paddled with “Canadians Abreast” and spoke at the Burlington Vermont, United States
of America Dragon Boat Festival.
• Paddled with the “Woodstock Hooters” at Woodstock, Ontario, Canada Dragon Boat
Festival.

September 2009
• Paddled with “Stratford Kupsized” and spoke at Stratford, Ontario, Canada Dragon Boat
Festival.
• I completed an interview on the Inside Oxford program for Rogers
Cable
TV
in
Woodstock,
Ontario
http://malebreastcancer.ca/media/
video-rogers-tv-video-woodstock-ontario-canada/.

October 2009
• Paddled with “Canadians Abreast” at the Orlando, Florida Dragon Boat Festival.

November 2009
• Spoke to a group of nurses at Brooksville Nursing College in Brooksville, Florida.
• Spoke at the Moffitt Cancer Center, Tampa, Florida.
• Completed an interview for the University of Florida radio station, WUFT 89.1 FM.

December 2009
• Attended the dragon boat launch for “Warriors on Water”, a newly formed breast cancer
team in Orlando, Florida.
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• Addressed the Hernando County Legislative Delegation to establish the third week of
October as “Male Breast Cancer Awareness Week” http://malebreastcancer.ca/media/
video-legislative-delegation-hernando-county-florida/.
• Spoke at Moffitt Cancer Center, Tampa, Florida http://malebreastcancer.ca/media/
video-moffitt-cancer-center-tampa-florida-video/.

March 2010
• Completed photo shoot for the Susan Komen Breast Cancer Foundation in Orlando,
Florida.

April 2010
• Spoke to a group of nurses at Brooksville Nursing College, Brooksville, Florida.

May 2010
• Presented with a Special Tribute from the Florida House of Representatives by Florida
Senator Robert Schenck for my work on male breast cancer awareness.
• Spoke at the Canadian Cancer Society luncheon in Mount Elgin, Ontario, Canada.

June 2010
• Spoke at opening ceremonies of the 4th International Breast Cancer Dragon Boat Festival
in Peterbourgh, Ontario, Canada http://malebreastcancer.ca/media/international-breast-

cancer-dragon-boat-festival-peterbourgh-ontario-canada-2010-opening-ceremony/.
• Paddled with “Canadians Abreast” at the 4th International Breast Cancer Dragon Boat

Festival in Peterbourgh, Ontario, Canada
• Completed a television documentary with CHEX TV http://malebreastcancer.ca/
dragon-boat-festival/international-breast-cancer-dragon-boat-festival-chex-news-watchpeterbourgh/).
• Completed television documentary with VTM Productions.
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• Completed Video documentary for the Festival.
• Walked the “Relay for Life Survivor Lap” in Woodstock, Ontario, Canada.

August 2010
• Paddled with the “Woodstock Hooters” at the Woodstock, Ontario, Canada Dragon Boat
Festival.

September 2010
• Paddled with “Stratford Kupsized” and spoke at the Stratford, Ontario, Canada Dragon

Boat Festival.
• Completed an interview for male breast cancer with Global TV in Toronto, Ontario,
Canada.
• Met Dave Graybill of “Pink Fire Trucks” as part of the “Pink Heals Tour” in Tampa, and
Saint Petersburgh,Florida http://malebreastcancer.ca/category/pink-fire-trucks/.
• Completed interview for patient breast cancer guide for male breast cancer awareness
publication in Canada.

October 2010
• Posted my story on TBO.com (Tampa Bay online) in the “Think Pink Survivor Stories”.
• Accepted Hernando County Board of Commissioners Resolution 2010-137 to designate
October 17-23, 2010 as “Male Breast Cancer Awareness Week” in Hernando County,
Florida.
• Paddled with “Warriors On Water 2” at the Orlando Florida Dragon Boat Festival in
Orlando, Florida.
• Completed radio interview with WWJB 1450 am in Brooksville, Florida.
• As a guest columnist wrote a male breast cancer article for Hernando Today.

51

November 2010
• Completed a male breast cancer documentary with Hernando County
Government Broadcasting in Brooksville, Florida https://www.youtube.com/
watch?v=-3U0Nkwirl0&t=8s.

August 2011
• Paddled with the “Woodstock Hooters” at the Woodstock, Ontario, Canada Dragon Boat
Festival.
• Filed incorporation documents for “A Man’s Pink” in Canada.

October 2011
• “A Man’s Pink” incorporated in Canada.
• Florida Resolution 9105 introduced to Florida House of Representatives to establish the
third week of October as ““Male Breast Cancer Awareness Week”” in Florida.
• Pennsylvania Resolution 379 introduced to Pennsylvania House of Representatives to establish
the third week of October as ““Male Breast Cancer Awareness Week”” in Pennsylvania.
• Wrote a male breast cancer article for Hernando Today, as a guest columnist.
• A one-minute general speech given by United States Congressman Richard Nugent to the
United States House of Representatives see US Congress Video http://malebreastcancer.
ca/category/media/ scroll down to fourth listing and start at 17:50 minutes.
• Completed a newspaper article that appeared in Tampa Tribune, Florida http://
malebreastcancer.ca/media/i-made-it-i-felt-alone-in-trying-to-deal-with-this-disease/.
• Accepted as finalist in the “Pink Well Challenge”.

December 2011
• Finalized a recording and production of the video for the “Pink Well Challenge” http://
malebreastcancer.ca/media/a-mans-pink-video-for-the-pink-well-challenge/.
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January 2012
• Filed incorporation documents for “A Man’s Pink” in Florida.
• On January 16th, our video was featured on the “Pink Well Challenge” website until May
15th, 2012.

April 2012
• Completed a male breast cancer documentary with Hernando County Government
Broadcasting
in
Brooksville,
Florida.
http://malebreastcancer.ca/media/
mbc-documentary-on-hernando-county-government-tv-in-hernando-county-florida/
• Paddled with “Warriors on Water”, the Orlando Florida breast cancer dragon boat team
at the Tampa Bay Dragon Boat Races.

March 2012
• Received 501 (c) (3) status for “A Man`s Pink” Inc. http://malebreastcancer.ca/ in the
United States of America.

September 2012
• Paddled with “Warriors on Water” in Orlando dragon Boat Festival.
• Paddled with “Canadians Abreast” in Dublin Ireland to support the Dublin breast cancer
dragon boat team the “Plurabelle Paddlers” on the Grand Canal http://malebreastcancer.
ca/dragon-boat-festival/dublin-ireland-dragon-boat-festival-2012/.

October 2015
• Produced a video promoting the Third Week of October as “Male Breast Cancer Awareness
Week”” http://malebreastcancer.ca/media/male-breast-cancer-video/.
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