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Disclosure

I work at the National Cancer Institute.

I am giving this presentation from a personal perspective and the 
opinions I give are my own. 



My Cancer Journey: Breast Cancer

women
men

1% of breast 
cancer patients 
are men

Oliver

Irene



Diagnosis

Irene

 Diagnosed October 2007

 Age 46

 Invasive Ductal Breast 
Carcinoma

 ER/PR+

 Her2-

 Stage II

Oliver

 Diagnosed September 2012

 Age 46

 Invasive Ductal Breast 
Carcinoma

 ER/PR+

 Her2-

 Stage III



Treatment

Irene
 Neoadjuvant chemotherapy

 12 cycles Taxol
 4 cycles FAC

 Modified radical mastectomy 
+ reconstruction

 Radiation therapy: 50 Gy in 25 
fractions followed by a 10 Gy
boost

 Tamoxifen (2 years), Arimidex
(8 years+ planned)

Oliver

 Neoadjuvant chemotherapy*
 11 cycles Taxol
 4 cycles FAC

 Modified radical mastectomy

 Radiation therapy: 50 Gy in 25 
fractions followed by a 10 Gy
boost

 Tamoxifen (10+ years planned)

* Management of nausea improved 5 years later
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Blogging about my cancer: 
education, awareness & advocacy

malebreastcancerblog.org

 My blogging arc:
 Personal journey 

& education –
writing therapy

 Awareness

 Advocacy



Blog: Journey & Education

 What happened?

 What was it like?

 How did it make me feel?

 What is the science behind 
what is happening to me?



Blog: Awareness

The SCAR Project
By David Jay
www.thescarproject.org

New York Times
February 25th, 2014

http://www.thescarproject.org


Blog: Advocacy for Research

Breast Diseases: A Year Book! Quarterly Vol
24 No 3 page 216 (2013)eligibility for 

breast cancer 
clinical trials



Clinical Trials
 I have joined 6 trials, and declined one:

 Molecular marker clearinghouse trial, which allowed my tumor sample to be included in a 

sequencing project: Molecular Testing for the MD Anderson Cancer Center Personalized Cancer 

Therapy Program (http://clinicaltrials.gov/ct2/show/NCT01772771). 

 A prospective trial following breast cancer patients, including men, measuring a variety of 

outcomes at MD Anderson

 An immunotherapy trial to prevent recurrence: Prospective Randomized, Single-Blinded, Multi-

Center Phase II Trial of the HER2/neu Peptide GP2 + GM-CSF Vaccine versus GM-CSF Alone in HLA-

A2+ OR the Modified HER2/neu Peptide AE37 + GM-CSF Vaccine versus GM-CSF Alone in HLA-A2-

Node Positive and High Risk Node-Negative Breast Cancer Patients to Prevent Recurrence at MD 

Anderson

 Two successive neurofeedback trials to address Chemotherapy Induced Peripheral Neuropathy at 

MD Anderson

 One phototherapy trial to address Chemotherapy Induced Peripheral Neuropathy at UCSF



Advocacy: Patient Representative

 Patient 
Representative 
on the EORTC 
prospective trial 
for men with 
breast cancer 
(ongoing)



Advocacy: Patient Representative

 Patient 
Representative 
on grant review 
panels (before 
joining NCI)



Advocacy – increasing enrollment

I run a Weekly query 
of NCI’s clinical trial 
database with a 
python script

NCI publishes an 
accessible API to its 
clinical trials data

Publish the trials in 
tweets throughout the 
week and on my blog’s 
clinical trials page



Started a new Program at NCI:
Formally bringing advocates and cancer 
research trainees together

https://www.cancer.gov/grants-
training/training/about/cancer-community-partnership

Bob Riter



Thank you

malebreastcancerblog.org

@obogler
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